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Abstract
Investigating Young Adult Cancer Survivors’ Perspectives
on their Future and Interpersonal Relationships
by
Zeba N. Ahmad
Advisor: Dr. Jennifer S. Ford
For many young adults (YA, aged 18-39) who have recently survived cancer, planning and
working towards goals for the future is a fraught process. Prior research consistently identifies the
challenges of survivorship, including: rebuilding personal identity, accepting the impact of cancerrelated interruptions on personal goals, navigating new roles in significant close relationships, and
initiating new relationships as a survivor. However, there is limited research describing the
mechanisms underlying these persistent challenges, which poses difficulties when tailoring
evidence-based psychological intervention. The present study consolidates both established and
newly hypothesized survivorship challenges into a novel conceptual model, hypothesizing that
they are interrelated, and mutually reinforcing, to perpetuate social isolation and avoidance of the
future in young survivors.
This dissertation study elucidated what YA survivors experience as they envision their lives in the
future, with a focus on goals, such as family-building, which may be shared with a close other. We
hypothesized that YA may struggle to plan for the future because they experience interfering
emotions and thoughts related to their health, often regarding recurrence of cancer or late effects
of treatment. Many of these struggles may be difficult to share with a partner. In particular, selfconscious emotions, such as embarrassment, shame, guilt, or pride associated with being a cancer
survivor, may explain how relating to others without cancer can be challenging.
This qualitative study utilized a semi-structured interview to prompt YA survivors to imagine
significant future events in their close relationships, identifying future-oriented thoughts, beliefs,
coping strategies, and emotions as they arose. Participants included 35 YAs treated for cancer
within the past five years. Interviews were conducted remotely over a secure video platform and
professionally transcribed. Analysis software was used to test deductive codes based on a priori
research questions, and inductive codes based on bottom-up consensus coding of transcripts.
Quantitative data regarding demographics and mental health were used to augment analyses and
interpretation. The process of thematic text analysis was used to identify significant themes and
subthemes in the data. Findings indicated good support for the hypothesized conceptual model,
including the impact of health anxiety and social isolation on close relationships and psychosocial
well-being. In some cases, social isolation was worsened by the impacts of COVID-19.
In addition to deductive findings regarding the interfering nature of cancer-related worry in
planning for the future, inductive themes gleaned from analyses included the prominence of grief
(e.g. loss of fertility due to treatment, death of peers). Participants overwhelmingly requested
iv

tailored and ongoing mental health support in survivorship, and the majority of participants had
attended peer support groups. This study provides a strong foundation for broader quantitative
study confirming the themes hypothesized by the conceptual model presented here. It also
provides a preliminary basis for clinical intervention to improve future planning based on
mitigating social isolation and addressing the short- and long-term impacts of decisional
avoidance in the context of health anxiety.
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Introduction
General Introduction, Conceptual Model and Aims of the Dissertation Study
Estimates indicate that approximately 80,000 young adults (YAs, aged 18-39) were
newly diagnosed with cancer in the last year (ACS, 2020). The vast majority (approximately
80%) will survive their cancer, yet face ongoing challenges to their psychological and physical
health (ACS, 2020). At the end of treatment, the pervasive effects and risks of cancer shift from
acute and life-threatening, to chronic and uncertain. In survivorship, young adults have agespecific and unmet needs for support, medical care, and information about cancer (Fitch, Nicoll,
Lockwood, Chan, & Grundy, 2021; Quinn, Goncalves, Sehovic, Bowman, & Reed, 2015). There
is a dearth of available interventions to meet psychosocial needs of this population (Quinn et al.,
2015). Some of the enduring late effects of cancer on young adult survivors remain
underexplored or unidentified, but extant research illustrates profound effects of cancer and
treatment on young adult survivors’ burgeoning personal identities. Given their developmental
stage, young adult survivors may still be engaging in identity exploration, planning for the
future, and negotiating some of their earliest significant close relationships. Cancer has
demonstrable impact on each of those life domains, and the present study proposes to investigate
how the intersections between these may have cumulative and mutually reinforcing effects on
life after cancer.
This dissertation describes a qualitative research study (Forecasting Of Relationships,
Thoughts and Identity for Young adults, abbreviated as the FORTIFY study) which consisted of
semi-structured individual interviews with young adult survivors of cancer. We explored how
they navigate their lives in survivorship, with a focus on understanding and describing the
intersections between identity as a cancer survivor, making plans for the future, and changes in
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their social relationships. Few of these topics have been explored individually in prior research,
and this study presented a novel integration (see Figure 1 for the conceptual model) intended to
uncover how potential interrelationships between emotions related to the self and thoughts about
the future may precipitate and predict shifts in relationships with close others.
The Specific Aims of the study were to explore the following through individual
interviews with young adult (aged 18-39) fairly recent survivors of cancer:
1) The impacts of cancer on personal identity, including the specific emotions associated
with being a “cancer survivor” and with the ongoing effects of cancer;
2) Approach to the future, including cancer-specific concerns (e.g., fear of recurrence of
cancer), general cognitive processes (e.g. thoughts about what may occur in one’s future)
and emotional processes (e.g. how one anticipates feeling in the future);
3) Relationship functioning, including the impact of survivor identity and the impact of
approach to the future on interpersonal relationships (including, for example, approach to
making decisions about relationships or disclosing cancer history).
Findings of this study address several gaps within and between the constructs under study, as
well as offering targets for intervention that are highly specific to the unique needs of the
population of young survivors.
This dissertation begins by offering a review of the literature, which includes a survey of the
impact of cancer on young adult identity and self-evaluative emotions, young adults’ thoughts
and emotions about the future, their concerns about health, and changes in their social and
romantic relationships.
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Impact of Cancer on Young Adults’ Identity and Psychological Health
Developmental psychology theory predicts that the biopsychosocial impact of cancer will vary
significantly based on a patient’s age, and empirical research on young adult survivors has borne
this out (Docherty, Kayle, Maslow, & Santacroce, 2015; Zebrack, 2011). This section will
describe the impact of cancer on young adult psychosocial functioning, including the impact of
cancer on the development of personal identity, prevalent and unmet needs for support after the
end of treatment, and the mental health symptoms and healthcare experiences of young
survivors.
Personal Identity in Young Adult Cancer Survivors
Young adults treated for cancer between the ages of 18- and 39-years old report a series
of concerns that differ in type and severity from those expressed by adults over the age of 39.
The age range of 18-39 has been utilized by the American Cancer Society to denote young
adulthood due to medical variables and similarities in risk factors (e.g., behavioral and
biological) within this age range (ACS, 2022). Post-cancer changes that are most pertinent to
young adult survivors include shifts in interpersonal relationships, delays in the pursuit of
independence and achievement of life goals, a changing relationship with one’s body and body
image, and existential concerns raised by the prospect of mortality (Zebrack, 2011). In large part,
cancer affects young adults differently from older adults because they are still formulating their
conceptions of themselves, their future, and the world (Zebrack, 2011). For some young adults,
diagnosis with illness may be the first time they consider that the outer world and their own body
can be unpredictable and worrisome (Charmaz, 2010). After cancer, young survivors express a
wish to achieve a return to normalcy after treatment as well as a desire to appear “normal” within
their social circles (Charmaz, 2010; Wong et al., 2017). Indeed, ‘normative’ young adulthood is
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itself a period of self-development, including ongoing neuropsychological development and a
trend towards greater autonomy and self-determination across multiple areas of life (Guyer,
Perez-Edgar, & Crone, 2018; Hoyt, Cano, Saigal, & Stanton, 2013). This study aimed to
illustrate the unique impact of cancer while identity is still developing, building on existing
findings described below, by elucidating shifts in perspective on oneself in the future.
After cancer, young adults may revise their narratives of the past and adjust what they
expect to occur in the future. Each chronological age and stage of life comes with norms that are
set by culture and context, which contribute to an “ideal” life script (Pecchioni, 2012). Cancer
may be considered by survivors and their romantic partners as an “interruption” to the life
narrative they once had (Pecchioni, 2012). From this perspective, young adults with cancer will
often have more of their script ahead of them, unlived, than behind. In fact, young adults
acknowledge “biographical disruption” and a need for social support that affirms their strength
or wisdom in life after cancer (Charmaz, 2010; Engman, 2019; Hubbard & Forbat, 2012;
Iannarino, Scott, & Shaunfield, 2017). A similar line of research renders cancer as an “off-time”
event for young adults, whose same-age peers are likely at their peak physical health (Panjwani
et al., 2019). Facing cancer as young adult means coping with the uncertainty inherent in illness,
and survivors describe considerable uncertainty about fertility, parenthood, and interpersonal
relationships in survivorship (Panjwani et al., 2019). Even after cancer treatment has concluded,
ongoing uncertainty in survivorship may make it difficult to establish or re-establish a script for
one’s future.
In addition to re-appraising their own narrative or autobiography, young adults will
identify to varying degrees as “a survivor” of cancer. The centrality of this cancer-related
identity to personal identity appears to be subjective and individualized (Cheung & Delfabbro,
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2016; Darabos & Ford, 2020). A review study of 23 papers examining attitude towards ‘cancer
identity’ across age groups found that identifying “constructively” (i.e., positively) as a cancer
survivor (as opposed to feeling that identity was ambiguous, resisting identification, or
describing survivorship as non-salient to identity) can be psychologically adaptive; it is related to
better quality of life and mental well-being, and can facilitate the transition to follow-up care for
the survivors of childhood cancer (Cheung & Delfabbro, 2016).
The process by which young adults may integrate illness identity with personal identity,
and find meaning therein, has been described as “autobiographical reasoning” or “biographical
reconstruction” (Iannarino et al., 2017; Kearney & Ford, 2017). Further, social identity theory
proposes that identity is derived in part from one’s social roles, and chronic illness can intrude on
identity by impinging on one’s ability to fulfill valued social roles (Abraido-Lanza & Revenson,
2006).
The perspective of the current study is most akin to “narrative identity,” which concerns
both the remembered past and the imagined future (McAdams & McLean, 2013). Narrative
identity research indicates that emphasizing personal agency and finding meaning in suffering
and adversity are associated with greater well-being (McAdams & McLean, 2013). This concept
is of material significance to young cancer survivors because a greater subjective perception of
continuity between one’s present and future self is associated with more salutary health
behaviors such as exercise and better overall health (Rutchick, Slepian, Reyes, Pleskus, &
Hershfield, 2018). Similarly, the present study explored how cancer can introduce a feeling of
discontinuity between one’s present and future self, and provides preliminary findings that
warrant further study and clinical intervention to enhance subjective continuity.
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Psychosocial Functioning, Close Relationships, and Social Support in Young Adult
Survivorship
Some of the stressors faced by young cancer survivors have significant impact on one’s
self-determination in the future and on one’s social or family relationships. Two such stressors
include infertility or reduced fertility after cancer, and the financial impact of cancer. Fertility is
a significant source of distress and uncertainty for young survivors, who may report grief over
infertility, wishful thinking, a tendency to postpone worry about cancer, and the intention to
explore alternatives to increase the opportunity to have a child (Benedict, Shuk, & Ford, 2016;
Logan, Perz, Ussher, Peate, & Anazodo, 2019). Further, concerns about fertility can affect dating
and partner relationships, by adding pressure to commit to a partner before cancer treatmentinduced premature menopause occurs or in difficulty initiating a relationship while fertility status
is uncertain (Benedict et al., 2016). In addition, financial stress, known as the financial toxicity
of cancer, can significantly worsen mental health and cancer coping of young adults, as well as
restrict their plans for the future career or occupation (B. Thom & Benedict, 2019). Often,
decisions about one’s future ability to be a parent, or earn the income needed to alleviate medical
debt, are made jointly, with a partner or family. In addition to restricting plans for the future,
one’s identity as a cancer survivor may be shaped by the social support that is available in one’s
network.
While longitudinal research is sparse, and the direction of association cannot yet be
conclusively determined, social support including “someone to talk to” and/or tangible support
are associated with higher quality of life and psychological well-being among young adults
(Trevino, Fasciano, Block, & Prigerson, 2013). According to the life-span perspective on social
support and physical health, needs for support vary based on the severity and course of illness, as
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well as individual characteristics such as agency and social skills (Uchino, 2009). As young
adults transition from active cancer treatment to the survivorship phase, their support needs shift
as well. Specifically, young adult recent survivors of cancer (defined as being less than five years
post-cancer) report a contrast between their needs during cancer, including physical presence and
emotional support, to being treated like “normal,” and building an identity not directly related to
cancer (Walsh, Currin-McCulloch, Simon, Zebrack, & Jones, 2019).
Impacts of Cancer on Psychosocial Well-Being and Mental Health
As illustrated by the literature above, cancer’s impact on young adults is
multidimensional and multidetermined, and shifts in personal identity ensuing from cancer can
have far-reaching implications for survivors’ lives in the future. Developing and disseminating
supportive services (e.g., mental health care) to young adults in the early survivorship phase (i.e.,
within five years since their cancer diagnosis), may alleviate negative mental health outcomes
and facilitate personal development and pursuit of life goals long-term. However, such support
must be developmentally appropriate and tailored to their needs.
Decades of research indicate that a significant percentage of young adult cancer survivors
may experience symptoms of psychopathology after cancer treatment ends. For example, a
review of studies of young adult survivorship illustrates the elevated prevalence of posttraumatic stress (4.8%-78%), clinical distress (11%-22%) post-traumatic stress disorder
(approximately 25%), clinical anxiety (12%-23%), and clinical depression (5-24%) in this
population (Sansom-Daly & Wakefield, 2013). Factors such as relative age within the young
adult range, gender, socioeconomic status, cancer type and staging, and the burden of symptoms
and treatment are each partially responsible for the variability within these rates (Sansom-Daly &
Wakefield, 2013). Anxiety is understudied in young adult survivors, although it is acknowledged

7

that they are at elevated risk for post-traumatic stress, cancer-specific worry, and general anxiety
(G. A. McDonnell et al., 2017). Young adult survivors experiencing physical late effects of
treatment such as pain or fatigue and survivors reporting relapse of cancer may be at higher risk
for post-traumatic stress (G. A. McDonnell et al., 2017).
During cancer treatment, some young adults report feeling overlooked by care programs
that are better-suited to pediatric or geriatric-populations (Zebrack, Mills, & Weitzman, 2007). In
one qualitative study, a young adult patient illustrated this phenomenon by describing the
magazines in their cancer treatment centers as either Highlights or AARP (Kent et al., 2012).
To be effective and acknowledge this treatment gap, future psychological interventions,
and adaptations of existing interventions, should strive to deeply understand this age group and
the interventions that “fit” (Fitch et al., 2021). When developing supportive programs for young
adults, variations in developmental age and individual needs (e.g., fertility, management of
treatment late effects, informational needs, social support and follow-up care planning) must be
taken into account, necessitating flexible and adjustable intervention (Barnett et al., 2016). The
current study undertook an approach that was attuned to chronological and developmental age of
young adults, acknowledging the self-constructed and dynamic nature of their narrative identity.
Self-Evaluative Emotions in Survivorship
As determined in a study of 92 female survivors of breast cancer, ages 28-76, in the first
year after treatment, emotional processing of the cancer experience can be an asset in the
adjustment to life after cancer (Stanton et al., 2000). A greater facility for expressing emotions
related to cancer has been correlated in longitudinal study with better physical and psychological
health outcomes, especially when one’s social network is perceived as receptive to expressed
emotion (Dagan et al., 2014; Stanton et al., 2000). However, because young adults strongly wish
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to be treated “like normal” by their peers (Wong et al., 2017), being seen as a “cancer survivor,”
and awareness of the effects of cancer on fertility or financial health, may be a socially isolating
experience.
Although affect and emotion are generally thought to be individual-level experiences,
some emotions may be considered inherently social (Tangney, 1999). Social emotions are those
which include some evaluation or awareness of oneself within a given social context (Tangney,
1999). Self-conscious emotion refers to the type of emotion where the person experiencing the
emotion is also the stimulus or target of that emotion, such as feeling embarrassed about one’s
words or actions, and self-evaluative emotions are the self-conscious emotions which entail some
evaluation or assessment of oneself, such as the judgment that one’s words or actions are
inadequate (Tangney, 1999). Self-evaluations are based on a perceived characteristic or
interpretation of a given experience. Examples of self-evaluative or self-conscious emotions
include pride, shame, guilt and embarrassment (Lewis, 2008). Self-conscious emotions can be
experienced with an individual person as a referent (e.g., experiencing pride at persevering
through cancer treatment) or due to membership in a group (e.g., experiencing pride in being a
cancer survivor). Because of this, self-conscious emotions may be considered both individual
and social, because they are an evaluation of the individual, by the individual, that yields a
judgment that is influenced by a particular social context (Baumeister, Stillwell, & Heatherton,
1994; Salice & Montes Sanchez, 2016).
As described above, the identity of “cancer survivor” may be endorsed in different ways
by young adult cancer patients (Darabos & Ford, 2020; Zebrack, 2000). It is hypothesized that
identification as a “cancer survivor” (or, conversely, disavowal or disinterest in such an identity)
may be related to a young adult cancer survivor’s understanding of what that term signifies in
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interpersonal contexts, such as in close relationships. As such, emotions associated with the
cancer survivor identity were hypothesized to include social or “self-evaluative emotions.”
Further, the ongoing effects or implications of cancer, such as for one’s future physical health,
financial independence, or fertility, may also give rise to self-evaluative emotions.
A number of qualitative studies hint that self-evaluative emotions are quite relevant to
young adult cancer survivors. They may experience ongoing or late effects of cancer, including
the effects of cancer on their body or sexual function, with self-conscious emotion. For example,
young adult men who have survived testicular cancer may describe themselves as “damaged
goods” when they think of how they may be perceived by a prospective romantic partner, which
may be interpreted to represent shame or embarrassment about the effects of cancer (Carpentier,
Fortenberry, Ott, Brames, & Einhorn, 2011). Korean young adults who were diagnosed with
cancer as children reported feeling shame and guilt regarding their fertility and relationships
(Rabin, 2019; Yi, Kim, & Sang, 2016). Young adult female survivors may feel guilty burdening
their partners with the financial toxicity of cancer (Benedict et al., 2018). Young adults who meet
peers with more severe disease than they report feeling “guilt” over the treatability of their
cancer in comparison (Breuer et al., 2017).
To the author’s knowledge, the concept of survivors’ guilt has not been explored in
young adults. However, survivors’ guilt is prevalent and impactful in the general cancer
population (Glaser, Knowles, & Damaskos, 2019). It remains unknown what the intensity of
these emotions are among young adult survivors, what impact they have on behavior, and most
relevant to the present study, what impact they have on social relationships in one’s future.
This study hypothesized that self-evaluative emotions related to identity as a cancer
survivor are significant to the scientific and clinical understanding of YA survivors. While the
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intersection of cancer survivor identity and self-evaluative emotions does not seem to have been
studied previously, one empirical study showed that certain types of cancer that carry a social
stigma, such as lung cancer, have been associated with more shame and guilt than other cancers
(LoConte, Else-Quest, Eickhoff, Hyde, & Schiller, 2008). These experiences of shame and guilt
reported by individuals with cancer may have significant implications for health-related
behavior. A study of body image in breast cancer survivors indicates that feeling more shame
and guilt was associated with reduced physical activity, an important health outcome
(Castonguay, Wrosch, Pila, & Sabiston, 2017). While the findings of these two studies are
promising and have evident clinical implications for addressing emotional regulation and
cognitive appraisals of illness, there does not appear to be any further research on this topic in
cancer survivors.
The question of how self-conscious emotions affect emotional expression in survivorship
is especially relevant for young adult survivors, who are negotiating their personal and cancerrelated identity. Longitudinal studies conducted outside the cancer context indicate that selfconscious emotions vary across the life span, with their intensity and implications for
psychopathology appearing to peak in adolescence and recede in middle age (Muris & Meesters,
2014; Orth, Robins, & Soto, 2010). Therefore, regulating one’s cognitive and behavioral
response to self-conscious emotions may be of unique and urgent utility for young adults with
cancer.
Thinking and Feeling one’s Future (Prospection)
Future-Thinking and Temporal Orientation
Thinking about future events in one’s own life can take four forms: simulation, in which
one’s autobiographical memory of the past is used to construct a mental representation of a
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specific future event (e.g. having dinner tonight); prediction, which estimates the likelihood that
a given event will occur in the future, intention, or setting a goal for a future event, and planning,
which identifies the steps needed to bridge the gap between the present and a specific future
event (Szpunar, Spreng, & Schacter, 2016). To the author’s knowledge, no prior study of cancer
survivors has examined the presence of these types of future-thinking in a single study. The
current study assessed for all four components with a sample of young survivors to understand
their thinking about an event they anticipate in the future. Consistent with the integrative aims of
this study, the interview asked specifically about anticipated interpersonal events (such as
committing to a relationship or being a parent).
Future-oriented thought is the mental simulation, or thinking through, what may happen
in the future. It is considered a function of episodic memory, because memories from the past are
used to construct an image of what may occur in the future (Szpunar et al., 2016). How someone
imagines their future varies based on the content of the memories they take into account. For
example, overweighing the risk or uncertainty of the future can yield predictions that reflect
anxiety and depression (Miloyan, Pachana, & Suddendorf, 2014).
In an experimental study of mental simulation, young adult cancer survivors and a
comparison group of same-age peers were asked to complete a task probing for their
autobiographical memories from the past and their predictions for what might occur in the future
(Sansom-Daly et al., 2018). Compared to healthy peers, young adult survivors recalled more
negative memories from the past (Sansom-Daly et al., 2018). Survivors’ predictions about what
may occur in the future were more focused on illness or health than those of the comparison
group (Sansom-Daly et al., 2018). Interestingly, the study authors proposed that an exposurebased intervention, in which young survivors are actively encouraged to envision their lives in
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the future, may increase cognitive and behavioral engagement with the future (Sansom-Daly et
al., 2018). A recent qualitative study of 16 AYA cancer patients and survivors found that in
survivorship, planning for the future was the chief coping strategy, followed by avoidance of retraumatization and making meaning of cancer (Bradford, Cashion, Holland, Henney, & Walker,
2021). Within this small sample, these findings suggest that survivors coping with cancer may
intentionally plan for the future to mitigate negative emotions in survivorship (Bradford et al.,
2021).
The current study elaborated and extended these findings by assessing which processes in
addition to simulation (i.e., prediction, intention, and planning) were relevant to young survivors’
future thinking, and how illness-focused future predictions may have affected social
relationships. Further, it explored the potential implications of future thinking and psychological
health outcomes, including symptoms of anxiety or depression that can be evidenced in certain
patterns of future thinking.
Views on the future can both reflect and predict symptoms of mental health disorders
such as depression. Hopelessness, which is the expectancy that negative future events will occur
and positive future events will not, can arise from rumination on the past contributors to low
mood and repeated mental rehearsal of negative events that may occur in the future (Miranda,
Wheeler, Polanco-Roman, & Marroquin, 2017). In depressive predictive certainty, negative
future events are imagined and considered inevitable (Miranda, Weierich, Khait, Jurska, &
Andersen, 2017). The mental rehearsal of events that are predicted to occur in the future is
described as future-oriented repetitive thought, which encompasses both positive and negative
predicted future events (Miranda, Wheeler, et al., 2017). The content (i.e., pessimism or
positivity) and repetitiveness of the mental rehearsal of events that are predicted to occur in the
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future can predict the mental health impact of future-oriented thought (Miranda, Wheeler, et al.,
2017).
In addition to the content and valence of future-thinking, the temporal orientation, or the
perception of how close or distant the “future self” is in time, can be both relevant to behavior
and specific to young adults. Young adults think differently about the future from older and
middle-aged adults, in ways which are relevant to their narrative identity. Compared to older
adults, younger adults in a healthy sample generate more specific predictions about their own
lives in the future and are more successful at orienting their current location in time (Anelli,
Ciaramelli, Arzy, & Frassinetti, 2016). Differences in temporal orientation and thought content,
such as brooding rumination about negative past events or optimism about future positive events,
predict the vividness and valence of thoughts about the future (Beaty, Seli, & Schacter, 2019).
The more positive and future-oriented anticipated events are, the more vividly they are imagined
(Beaty et al., 2019). Temporal orientation in future thinking (e.g. “when I’ll be married”) is used
as a basis for vividly imagining future events (e.g. a wedding) and temporal orientation is more
specific when tied to a personal goal (e.g. getting married) (Ben Malek, Berna, & D'Argembeau,
2018). Temporal orientation and envisioning of the “future self” can affect behavior. An
experimental study of adolescents that was informed by developmental neuropsychology found
that episodic future thinking can be actively used as a strategy to minimize impulsive behaviors,
even in the context of the ongoing development of executive functioning that continues in young
adulthood (Bromberg, Lobatcheva, & Peters, 2017). Indeed, health behaviors such as exercise
can be enhanced through the use of “temporal self-regulation,” or the imagining of oneself in the
future (Hall & Fong, 2015). The current study asked: what do young cancer survivors see when
they envision their “future self”?
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A prediction can be made based on a cognitive feature (or bug) of future-thinking, known
as the “end of history illusion,” whereby individuals systematically underestimate how much
their preferences, values and personality characteristics will change over time (Quoidbach,
Gilbert, & Wilson, 2013, 2020). Young, middle-aged, and older adults accede that they have
changed considerably over the past decade, but believe that they will not change much in the
future (Quoidbach et al., 2013). The authors describe this cognitive fallacy as a way of
perceiving the present as a “watershed moment,” leading people to systematically overestimate
the stability and import of their current preferences (Quoidbach et al., 2013). A limited number
of studies have investigated this phenomenon in the context of cancer treatment decision-making
(Ozdemir, 2018), and none of this research seems to include cancer survivors or young adults.
However, the intersection between developmental age in young adulthood and adjusting to life
after a life-threatening illness has not been investigated. Do young adults consider themselves as
works-in-progress, or do they consider cancer to be “the” developmental moment or tipping
point for them? Does the cancer experience demonstrate to young adults how much of their
identity and values can be changed by life circumstances, or does it convince them that an event
like cancer concretizes who they are?
The current study explored future-thinking based on the narrative a young survivor has
for the life ahead of them, by monitoring which events a survivor considers to be likely to occur
in their future, what goals they may have, and how they intend to behave in pursuit of those
goals. The content of the events they imagined occurring, and the level of detail they were able
to generate, were noted. Implications of future-thinking illustrated the mental health outcomes of
processes such as rumination, the effect of future plans on narrative identity, motivation to
engage in interpersonal relationships, and more.
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Future Emotion: Anticipated and Anticipatory
How young adults anticipate they will feel in the future is a question of affective
forecasting. Affective forecasting is the prediction of how one will respond emotionally to events
they anticipate in the future (Wilson & Gilbert, 2005). Generally, there is a tendency to
overestimate the impact of events and underestimate one’s capacity to cope with (or make sense
of) negative events such as illness (Wilson & Gilbert, 2005). A seemingly related phenomenon is
that of response shift, in which the way individuals appraise an event or ongoing stressor such as
illness is adjusted over time when coping resources are taken into account (Rapkin & Schwartz,
2019).
The science of affective forecasting has been applied effectively to the cancer context in
the areas of cancer control, such as increasing cancer screening and providing a theoretical basis
for exploratory research (Ferrer, Green, & Barrett, 2015). To this author’s knowledge, affective
forecasting in young adult cancer survivors has not been studied. However, research on
adolescent and young adults’ decision-making processes during cancer treatment suggests that
affective forecasting is relevant to cancer and differs by age (Needle et al., 2020).
Based on affective forecasting theory, it was hypothesized by the present study that
young adult survivors would overestimate cancer’s negative impact on their emotional life in the
future. It is possible that in anticipation of such a foreshortened future, they may continually
underestimate their own ability to cope with cancer’s aftereffects. It was also considered that
individuals who have symptoms of emotional dysregulation, anxiety or depression may indicate
stronger negative bias (Miloyan et al., 2014; Rizeq & McCann, 2019). The emotions one
anticipates experiencing in the future would apply to both concrete health behaviors such as
ongoing screening for recurrence after active cancer treatment ends, and making major life
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decisions, such as about interpersonal relationships, in life after cancer. The impact of affective
forecasts on the nature of decisions made by young adult survivors was therefore of great
interest.
Anticipated Self-Evaluative Emotions. Self-evaluative emotions of guilt and shame have
specifically been investigated from the perspective of affective forecasting in at least one study
(van Dijk, van Dillen, Rotteveel, & Seip, 2017). Young adults -- college undergraduates, without
cancer -- were randomly assigned to either forecast their anticipated guilt or shame, or endure
experimentally induced guilt or shame and regulate their emotional response. Consistent with
affective forecasting theory, those who forecasted emotions (in lieu of experiencing them) vastly
overestimated the intensity of affect and underestimated the capacity to cope with such reactions
(van Dijk et al., 2017). Applied to the cancer context, it seemed likely that young adult survivors
may overestimate the repercussions of self-evaluative emotions related to survivorship on their
own emotional health in the future.
In addition to the emotions that are predicted or anticipated to be felt in the future, one
also experiences emotions immediately while making predictions about the future. These may be
called “anticipatory emotions” (Barsics, Van der Linden, & D'Argembeau, 2016). Imagining the
future generates emotions that can be used to motivate the pursuit of personal goals and regulate
emotions, and this is a strategy used frequently in daily life (Barsics et al., 2016; Oettingen &
Mayer, 2002). The more one “wants” to achieve a particular goal (as opposed to thinking they
“should” achieve that goal), the more “real” and motivating the pre-experiencing is (Ernst,
Philippe, & D'Argembeau, 2018). According to a prior study, young adult survivors may avoid
imagining the future in order to avoid feelings of anxiety (Sansom-Daly et al., 2018). However,
to this author’s knowledge, that study did not directly assess the emotional experience of
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imagining future events (Sansom-Daly et al., 2018). For the current study, we hypothesized that
learning how young adults “feel” about the future would enrich our understanding of thought
patterns and provide a basis for clinical intervention as indicated.
Health Anxiety, Cancer Worry and Fear of Recurrence
For young adult survivors, contemplating how they will think and feel in the future may
be closely linked to their concerns about cancer. In formulating one’s identity post-cancer,
predicting which events may occur, and in making decisions about social relationships, it is
possible that some young adults consider the ongoing impact of cancer on their health and the
possibility that cancer may return. In some cases, fear of cancer recurrence or health-related
anxiety may cause functional impairment. The following overview of fear of recurrence, health
anxiety, and cancer worry, informed the aims of the present study. Exploring these in the study
provide a foundation for later clinical intervention to alleviate psychological distress about the
prospect of illness in the future.
Fear of recurrence can be defined as fear, worry or concern associated with the possibility
that cancer will return or progress (Lebel et al., 2016). Fear of recurrence is understudied in
young adults, which is important because they may live as long-term survivors for more years
than older adults will. Fear of recurrence has been described as a “sword of Damocles” that may
work adaptively to encourage health surveillance and/or adversely by reducing quality of life,
social engagement, and increasing self-monitoring or avoidance (Thewes et al., 2018). In the first
five years following the initial diagnosis, fear of recurrence is prevalent among survivors and not
associated with their specific cancer diagnosis (Lane et al., 2019). In young adults, psychological
distress, cancer-related body image concerns, and having had cancer recurrence has been
associated with elevated rates of fear of recurrence (Lane et al., 2019). Among adults with breast
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cancer, anxiety and relatively younger age between 30 and 49 years old predicts higher fear of
recurrence (Lebel, Beattie, Ares, & Bielajew, 2013). Fear of recurrence is considered clinically
concerning if it encompasses a high degree of preoccupation, worry, intrusive thoughts, or
rumination; if it is associated with functional impairment or maladaptive coping, and if it inhibits
making plans for the future (Lebel et al., 2016). Only a minority of patients with clinically
significant fear of recurrence are referred to psychological care, and interventions are under
development and pilot study (Lebel et al., 2017; Tomei, Lebel, Maheu, & Mutsaers, 2016).
Health anxiety is a psychological disorder characterized by severe fear of future illness,
and it can be considered a clinical manifestation of fear of recurrence (Simonelli, Siegel, &
Duffy, 2017). To the author’s knowledge, the prevalence or severity of health anxiety has not
been systematically investigated in young adult cancer survivors. However, it is relevant to this
age group because experimental study of young adults without cancer suggests that the
mechanisms of rumination and imagining the future both contribute to health anxiety (SansomDaly, Bryant, Cohn, & Wakefield, 2014, 2016). Specifically, individuals highest in health
anxiety concurrently ruminate upon highly specific self-defining memories from the past while
generating overgeneral, or overly vague and non-specific, predictions about the future (SansomDaly et al., 2014). Overgeneral predictions about the future can be considered a form of
cognitive avoidance, or a reluctance to engage with or predict precisely what will occur in the
future (Sansom-Daly et al., 2014). Cognitive avoidance of the future can inhibit goal-setting,
planning, and other future-oriented functions.
Cancer worry includes general concern about cancer and concerns specific to cancer
survivorship, such as worry about elevated risk of cancer in one’s children (G. A. McDonnell et
al., 2017). Young adult survivors report worries about school re-entry, disclosing their cancer to
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potential romantic partners, fear of cancer relapse, “preventative surveillance” of their bodily
functions, and concerns about fertility (G. A. McDonnell et al., 2017).
An area of future thought particularly relevant to cancer survivorship may be intrusive
future imagery, which is involuntary and considered typical of anxiety disorders and other
psychopathology (Berntsen, 2019). Despite being involuntary, such imagery can affect the
pursuit of personal goals (Cole & Berntsen, 2016). Compared to flashbacks characteristic of
PTSD, intrusive future imagery is that of future events, such as craving a substance such as
alcohol or anticipating an event before a panic attack (Berntsen, 2019). Despite its evident
relevance to fear of recurrence or other worries about anxiety, intrusive future imagery does not
seem to have been studied under that name in cancer patients of any age.
The current study assessed for indicators of fear of recurrence, health-related anxiety, or
intrusive future imagery in participants. Young survivors were prompted to consider whether
fears or concerns about health affect their planning of the future, pursuit of personal goals, or
interpersonal relationships. Based on the prevalence of fear of recurrence in prior study samples
of young adults with heterogenous types of cancer (Lane et al., 2019), it was predicted that some
portion of the study sample will experience these symptoms. Further, it was hypothesized that
severe health anxiety or fear of recurrence may have adversely affected the relationship between
constructing narrative identity and setting plans for the future.
Functioning in Interpersonal Relationships
In survivorship, young adults report shifts in peer and family relationships, and at times,
seek out other survivors for cancer-specific emotional support (D'Agostino, Penney, & Zebrack,
2011). Socio-emotional functioning and quality of life among AYA survivors is lower than agematched peers, and one form this may take is in feeling different from peers (Warner et al.,
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2016). Dating and romantic relationship functioning also differs between AYA cancer survivors
and age-matched peers. Compared to age-matched peers, AYA survivors initiate their first
relationships later, struggle to disclose their cancer history, and are less likely to be married and
more likely to be separated or divorced (Rabin, 2019; Warner et al., 2016). For some
partnerships, cancer may induce emotional and fiscal stress that strains a relationship (Warner et
al., 2016). For others, cancer brings a shift in life meaning, values and priorities, including an
increased appreciation for the importance of relationships or awareness and appreciation of
support from a partner (Warner et al., 2016). Survivors who report being in supportive
relationships report less psychological distress and anxiety, and less alienation from others their
age, than those who are unpartnered or in unsupportive relationships (Rabin, 2019). On balance,
relationships after cancer can be characterized by strengthening of identity and commitment as
well as breakdown due to burdens of cancer. As such, a parallel may be drawn with the literature
indicating concurrent post-traumatic stress and post-traumatic growth in individual YA survivors
(such as in (G. A. McDonnell, Pope, Schuler, & Ford, 2018).
The impact of cancer on romantic relationships may also be influenced by cultural values.
For example, a recent qualitative study of 24 AYA survivors in Japan found that the greatest
impact of cancer on relationships was on issues of fertility and parenthood, followed by
difficulty disclosing cancer history and the physical health impacts of cancer (Yoshida & Matsui,
2021); the authors found that cultural values of succession and parental influence on romantic
relationships emphasized the perceived importance of fertility-related concerns.
Young adult survivors who are in committed relationships may consider themselves to be
facing cancer as part of a “couple.” The majority of research in couples’ coping with cancer has
been conducted with adults over the age of 39, and preliminary evidence indicates that younger
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adults’ support and communication patterns vary from older adults’ (Darabos, Hoyt, & Ford,
2019). However, robust findings indicate the importance of reinforcing relationship maintenance
behaviors early in the cancer treatment trajectory (Badr & Taylor, 2008), constructive
communication, supportive behavior, and joint problem-solving in improving relationships,
while unhelpful support and dysfunctional communication reduce relationship quality (Badr,
2017; Traa, De Vries, Bodenmann, & Den Oudsten, 2015). It is also known that perceptions of
interpersonal support are not equivalent to support objectively received, and that spousal support
for coping with cancer can recede significantly with time (Uchino, 2009). It was hypothesized
that if YA survivors reported similar patterns in their relationships, findings from this established
area of research may be considered foundational to the development of tailored interventions for
YAs. Further, such interventions could be augmented by explorations of future thinking,
including thoughts about the future of the relationship.
Planning for the Future of a Relationship in Survivorship
Uncertainty, including uncertainty about overall health, fertility status, and/or cancer
recurrence, can be distressing and inherent to life after cancer for young adult survivors
(Panjwani et al., 2019). Survivors’ romantic partners can be affected as well: according to recent
research, those without a history of cancer can experience fears of recurrence of their partner’s
cancer (Lorimer, Sansom‐Daly, Stech, & Newby, 2020). How do young adults, whose
relationships are likely to be more tenuous or shorter-lived than order adults,’ manage
uncertainty about cancer that may potentially affect both partners?
To this author’s knowledge, the emotional and cognitive aspects of imagining a shared
future (i.e., with a romantic partner) have not been studied empirically. In a parallel literature on
complicated grief, older adults who are spousally bereaved and have symptoms of complicated
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grief are mourning a shared future that will not manifest (Robinaugh & McNally, 2013).
However, the possibility of a shared or collective vision of the future is theoretically possible and
can be investigated empirically (Michaelian, Klein, & Szpunar, 2016).
Future orientation has not received much research attention, but could be very important,
as shown in a recent quantitative study of survivors of childhood cancer, some of whom were
currently young adults (Beal, Tillery, Wu, Thompson, & Pai, 2017). As compared to an agematched control group, survivors placed less value on, and reported less perceived control over,
family-related plans for the future. They reported fewer relationship-building activities than
same-age peers. These findings are especially striking because survivors were not any less
engaged with career or work-related aspirations than their same-age peers (Beal et al., 2017).
Self-Evaluative Emotions, Disclosure, and the Future
Young adult survivors may take an “it depends” approach to disclosing their cancer
history to peers, relying on contextual cues to decide whether to initiate the conversation and
what to say (Barnett, Shuk, Conway, & Ford, 2014). They also report apprehension about how
their disclosure will be received—for example, they may not want a “pity party” (Barnett et al.,
2014). Effective disclosure may vary based on age—for example, young adult survivors may
gain more effective support using technology based communication (e.g. text messages) than in
face-to-face communication (Darabos et al., 2019). Self-disclosure, partner disclosure, and
partner responsiveness can create intimacy in a relationship (Laurenceau, Barrett, &
Pietromonaco, 1998) and perception of the social environment, especially social constraints on
disclosure, can modulate personal coping with cancer (Lepore, 2001).
We hypothesized that young adults who are experiencing self-evaluative emotions of
embarrassment, pride, shame, or guilt in reference to their identity as a cancer survivor, or due to
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cancer’s effects, may vary in their ability to express those emotions to a close other. While
considered inherently social, for some, these emotions may be particularly difficult to
communicate or share with another person. Generally, disclosing negative emotions or
distressing feelings is associated with increased life satisfaction and self-esteem in young adults
and with more adaptive coping with cancer (Jacobson, Hill, Pettit, & Miranda, 2015). However,
the effect of expressing positive emotions is less widely measured or understood (Jacobson et al.,
2015).
The effects of expressing self-evaluative emotions regarding cancer survivorship, which
may be interpreted as positive (e.g., pride) or negative (e.g. shame) in valence, has not previously
been investigated. In the current study, learning about the relationship between self-conscious
emotions and the ability to express them further illustrated how young adults process their selfconscious emotion. For example, it was hypothesized that decision to express “pride” in cancer
survivorship could forestall unwanted expressions of pity from the listener. This study
investigated whether self-evaluative emotions are related to social behavior, or induce the
experience of being “different” from peers or a partner.
The Present Study
Research on young adults who are cancer survivors is illustrative of the significance of
cancer’s impact on developing identity, and prior studies indicate that one aspect of cancer
survivorship—thinking (and feeling) about the future—is affected as well. The present study
made three novel contributions that elucidate the connection between constructing post-cancer
identity and relating to life after cancer. It proposed (1) that the current and anticipated future
self-evaluative emotions (of pride, guilt, shame and embarrassment) towards one’s identity as a
cancer survivor and the ongoing health effects of cancer can affect the emotional experience of
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survivorship and the ability to relate to peers without cancer; (2) that young adult survivors
mentally rehearse their future experiences, motivated by the emotional experience of looking to
the future, and (3) that some of the shifts in relationships after cancer were driven by selfevaluative emotions and expectancies about the future. This study integrated areas of research
that had not yet been studied together, and findings serve to advance our knowledge of cognition,
emotion, and social relationships in young adulthood after cancer. Because of the focus on
mechanisms underlying the anticipated effects, findings of this study have ready clinical
implications and can be integrated into existing systems of therapy.
This was a qualitative exploration of the constructs under study. Young adult survivors
completed a remotely-conducted semi-structured interview and a brief survey. As with any
psychological research study that was being embarked on in late 2020, it was anticipated that
COVID-19 might have impacted participants in the study, affecting both the findings and
implications of the study. For example, the inherent uncertainty of a disease that can be
experienced as asymptomatic, and shifts in social norms due to the communicable nature of the
disease, may have compounded concerns held by survivors who considered themselves
vulnerable to illness. An atmosphere of unprecedented uncertainty may have amplified some of
the constructs under study, such as anxiety and planning for the future. Medical research on the
relationship between COVID-19 and cancer survivorship, and psychological research on the
effects of COVID-19 on pre-existing psychological symptoms (or in precipitating them) is
ongoing, and published findings were monitored for their relevance to the study. For example, a
recent study indicated that financial and economic stress exacerbated financial toxicity from
cancer during COVID (Bridgette Thom et al., 2021).
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Methods of this study and interpretation of the findings were therefore carefully
considered in context. In the semi-structured interview for the study, participants were asked
directly about whether and how COVID-19 affected their responses. Participants’ direct
responses were carefully considered, as were any indirect or implicit references to COVID-19’s
impact on them psychologically and functionally.
The topic areas and the population under study for this dissertation have significant
implications for both research and future clinical work. The study was innovative in several
ways, including in its exploration of self-evaluative emotions, health anxiety, and thoughts and
emotions about the future in young adult cancer survivors. Exploring each of these topics was
used to advance the study of young survivorship, as well as general knowledge of cognition and
emotion in the context of illness. In addition to exploring these topics individually, the focus of
the study on interpersonal relationships allowed us to explore the implications of each for their
ability to relate to others. As such, the study provides a groundwork for clinical intervention.
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Method
Participants and Recruitment
Thirty-five young adult survivors of cancer participated in this study. Eligible participants
were: 1) between 18 and 39 years of age at time of recruitment; 2) diagnosed with a single
primary cancer between ages 13 and 39; 3) completed active treatment for cancer between two
and five years prior to the date of recruitment (i.e., fairly recent survivors); and 3) able to speak
and read English fluently. Participants were excluded if they were diagnosed solely with nonmelanoma skin cancer (e.g., basal cell carcinoma, squamous cell carcinoma).
Because this study uses qualitative methods and therefore has a relatively small sample
size, the eligibility criteria were developed to optimize the comparability of the sample in terms
of medical variables. To maximize feasibility of the study, recruitment was not stratified by
gender, age, or cancer type.
Potentially eligible participants were identified using by appealing to YA survivorship
organizations (e.g., presenting the study on a research panel at CancerCon) and several Internetbased resources, including targeted messages to online support groups, listservs, and social
media networks including Twitter, Instagram, and Facebook. After verifying eligibility for the
study, participants provided verbal informed consent for participation.
After an initial wave of social media recruitment led to some unintentional snowball
sampling, by which completed participants spontaneously promoted the study on their own
social media (e.g., personal Instagram profiles) or within their support groups (e.g., Young
Survivors Coalition), we made efforts to diversify the sample using targeted recruitment to
consent additional male-identifying participants and more individuals with minoritized
racial/ethnic/gender identities. This was done by strategically promoting the study in specialized
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support groups (e.g., Sisters Network, Testicular Cancer Awareness Foundation) and asking
male-identifying participants to mention the study to their peers. We also reached out to
Black/African American and Hispanic/Latina young adult female cancer survivors who had
completed another one of our recent studies to describe the present study and assess interest in
participating. At this point we also increased the initial sample size, from 30 participants to 35, to
allow for this new wave of recruitment. These strategies had some, albeit limited success, in
diversifying the final sample.
Procedures
After consent was obtained, participants were scheduled for an individual semi-structured
interview that was conducted over HIPAA-compliant video-conferencing software (i.e., Zoom
for Education, furnished by CUNY). All interviews were conducted by the doctoral student
investigator (Z.A.), who received clinical training and training in qualitative interviewing from
her doctoral advisor at CUNY.
Semi-structured interviews were recorded using software embedded in the
videoconferencing platform, Zoom, and audio recordings were stored and transmitted securely
for transcription. Immediately following the interview, participants were emailed a unique,
secure link to complete a brief survey measure (15-20 minutes) using Qualtrics and to complete
the surveys within two weeks. This time restriction was instituted so that all participants
completed their interviews and surveys within approximately the same time interval, so that
quantitative and qualitative data could be considered to have been collected at the same time
point. Participants were compensated $45 with an Amazon gift card after completion of the
interview and survey.
Measures: Semi-structured Interview
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The semi-structured interview (provided in the Appendix) was prepared in accordance
with best practices for capturing qualitative data and tailored to the constructs under study. The
interview was modeled after one used by Ford et al., with some additions informed by the
protocol for the Autobiographical Memory Task (Hotchkiss, Ahmad, & Ford, 2022; Szpunar et
al., 2016). The interview took approximately 60-90 minutes to complete. Questions were
structured in a broad and neutral way, followed by more specific probing by the interviewer as
necessary to evoke elaboration or clarification. This made it possible for the study to be
exploratory, rather than wholly confirmatory, in nature. The interviewer adjusted and tailored the
questions to the participant’s responses, striking a balance between exploring the constructs
under study and obtaining a holistic understanding of the participant’s perspective, all while
building rapport, validating emotions, and maintaining a conversational tone using skills drawn
from psychotherapy training.
Early in the interview (i.e., Question 2), participants were asked to identify and describe
three events that they anticipated occurring in the future. They were asked to choose events
which were interpersonal in nature, meaning they significantly featured another person (such as a
current or prospective romantic partner, for example). This question was open-ended so
participants could freely name any interpersonal future-oriented events they would like. This
approach was chosen in lieu of an experimental task, such as the Autobiographical Memory Task
(Sansom-Daly et al., 2018), in order to optimize ecological validity and the translatability of
findings to future research and clinical work. Questions then asked about: changes in futureoriented values and priorities, based on cancer; social functioning, including experiences with
loneliness or social isolation related to cancer, communication, and self-conscious emotions; and
any impact of COVID-19 on prior responses. At the end of the interview, the participant was
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asked to describe how they experienced the interview, to obtain feedback for future interviews
and understand whether the data were interpretable.
Measures: Survey
Survey data were used to complement, and guide the interpretation of, interview data.
The survey was to (a) collect sociodemographic and medical information and (b) to assess,
through self-report scales, some of the constructs under study using standardized instruments,
which offer quantitative criteria and/or thresholds for the interpretation of scores. Participants
completed the survey after the interview to minimize priming (i.e., the biasing of interview
responses based on the types of questions asked by the survey measures). Descriptions of each
measure are provided below. Data from the brief survey measure were scored according to
standardized instructions; clinical cutoffs were used, whenever available, as described below.
Socio-demographic Information Questions gathered standard demographic information
(e.g., age, gender, education, employment status, income, race/ethnicity, and marital status). The
sociodemographic and medical variables were adapted from the Childhood Cancer Survivor
Study (CCSS; (Robison et al., 2002). The demographic questionnaire is included in the
Appendix.
Medical variables. The type of cancer and stage of cancer, type of treatment received,
and dates of diagnosis and end of treatment were reported. Participants were asked in an openended format (i.e., write-in) to describe cancer and other medical and psychiatric history
(medical comorbidities, history of diagnosis or treatment for mental illness). The medical
questionnaire is included in the Appendix.
Future-Oriented Thought and Emotion. The Future-oriented Repetitive Thought Scale
(FORT) was used to assess repetitive thinking about the future. This 22-item scale includes three

30

subscales for (1) pessimistic repetitive future thinking (sample item: “I spend time thinking about
bad things that could happen”), (2) repetitive thinking about future goals (sample item: “I make
specific plans for how to get things that I want in life”), and (3) positive indulging about the
future (sample item: “I daydream about the things that I want happening to me in the future”).
Response options are on a four-point Likert scale from (0) “never” to (3) “almost always” with
higher scores indicating higher frequency of future oriented thought. Pessimistic future-oriented
thinking correlated positively with symptoms of depression, hopelessness, and anxiety, goaloriented future thinking correlated negatively with hopelessness but not depression or anxiety,
and indulging had a small negative correlation with hopelessness and a small positive correlation
with worry. The scale has been shown to have good discriminant and convergent validity
(Miranda, Wheeler, et al., 2017).
Fear of cancer recurrence was assessed using the nine-item short-form of the Fear of
Cancer Recurrence Inventory (FCRI), which instructs participants to consider their thoughts and
emotions related to recurrence over the past month. A sample item is “How long have you been
thinking about cancer recurrence?” Items were answered on a Likert scale ranging from (0) “not
at all/never” to (4) “all the time,” with higher scores indicating greater fear of recurrence. The
short form of this scale has excellent reliability and adequate convergent validity, with a cut-off
score of 12 out of 36, with scores above that cutoff indicating clinically significant fear of
recurrence (Fardell et al., 2018; Peng et al., 2019).
Social Support. The 20-item Interpersonal Emotion Regulation Questionnaire (IERQ;
Hofmann, Carpenter, & Curtiss, 2016) assesses how participants utilize social support to regulate
their emotions. There are four subscales: (1) Enhancing Positive Affect (sample item: “I like
being around others when I’m excited to share my joy”), (2) Perspective-Taking (sample item:
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“having people remind me that others are worse off helps me when I’m upset”), (3) Soothing,
(sample item: “I look to others for comfort when I feel upset,”) and (4) Social Modeling (sample
item: “If I’m upset, I like knowing what other people would do if they were in my situation”).
Response options range from (1) “not true for me at all” to (5) “extremely true for me”, with
higher scores on each subscale indicating greater endorsement of each strategy of emotional
regulation. There is evidence of convergent and discriminant validity, with the soothing and
social modeling subscales were positive correlated with anxiety and depression (Hofmann,
Carpenter, & Curtiss, 2016).
Psychological Symptoms. Symptoms of anxiety were assessed using the GAD-7, a
seven-item measure of symptoms of generalized anxiety over the prior two weeks (Spitzer,
Kroenke, Williams, & Löwe, 2006). The scale has excellent reliability and validity and has been
widely used in research and clinical settings. Sample items include “trouble relaxing” and
“feeling nervous, anxious or on edge.” Items are rated on a scale from (0) “not at all” to (3)
“nearly every day” and summed. Higher scores on the GAD-7 indicate more symptoms of
anxiety, and clinical threshold scores of 5, 10, and 15 are measured to be mild, moderate, and
severe levels of anxiety respectively (Spitzer et al., 2006).
The Patient Health Questionnaire (PHQ-9; Kroenke, Spitzer, & Williams, 2001) was used
to assess for symptoms of depression and their severity. This nine-item measure is based on the
DSM-IV criteria for depression, such as “feeling down, depressed or hopeless” and uses the time
referent of the past two weeks. Items were rated on a scale from (0) “not at all” to (3) “nearly
every day” and summed. Higher scores indicate more severe symptoms, with cut-offs at 0, 5, 10,
15, and 20 representing minimal, mild, moderate, moderately-severe, and severe symptoms
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respectively (Urtasun et al., 2019). The scale shows excellent reliability and convergent validity
with measures of depression and functional status (Kroenke et al., 2001).
Data Analysis
Audio recordings of the semi-structured interviews were transmitted securely to a
professional transcription service. Transcripts were uploaded to Dedoose software (SocioCultural
Research Consultants, 2022) for coding and analysis.
Coding
The study team of 11 coders was trained by the doctoral student investigator (Z.A.) and
her doctoral advisor. The team first engaged in a data-driven process of open coding (Virginia
Braun & Clarke, 2006; Ryan & Bernard, 2016; Vaismoradi, Turunen, & Bondas, 2013). The first
step was consensus coding meetings. Each coder read transcripts independently and made notes
regarding what they considered meaningful, notable, or otherwise worth coding. Then, the team
met to review transcripts together and compare notes. With the exception of the doctoral student
investigator (ZA), all coders were unaware of the hypotheses of the research study. Therefore,
their discussions were driven by data, not hypotheses, in an inductive process. For example,
many coders noticed that participants reported grief regarding bereavement and worries about
dying prematurely. While these were not specific research questions, the data and the consensus
among coders warranted creating codes for grief and worries about death, which were later
incorporated into analyses for the study.
Simultaneously, the PI developed a smaller set of deductive codes derived from the
theories undergirding the research questions. This was done to ensure that coding would extract
the interview data that was relevant to the study constructs of interest.

This deductive process

was designed to facilitate the triangulation of key themes in the data (Barbour, 2001; Patton,
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1999; Vaismoradi, Jones, Turunen, & Snelgrove, 2016). Several deductive codes that were
redundant, or did not capture any interview data, were later removed, or merged with the
iterative codes described above; as a result, the majority of codes in the final codebook were
inductive codes.
Consensus meeting among coders reviewed and refined the codes, and addressed
differences that arose in the application of codes to data by discussing and improving the
definitions of codes in the codebook. Open, or consensus, coding concluded after three
transcripts were examined and the codebook no longer required changes (Ryan & Bernard,
2016). That is, there were few changes to the codebook while the third transcript was being
coded. Process notes reviewing who attended each meeting, as well as new codes or new/edited
definitions, were maintained by the doctoral student investigator or the lab manager.
In the final codebook, codes with similar meanings were grouped into ‘families’ of codes.
For example, the family of “Health Anxiety” included the codes “Health Anxiety: Fear of
Recurrence,” Health Anxiety: Cancer Worry,” Health Anxiety: Anxiety about Symptoms/Late
Effects,” and “Health Anxiety: Premature Death and Mortality.” Codes within each family were
reviewed and their definitions were specific to eliminate redundancy or avoidable overlap
between codes. However, the same excerpt of text could be coded with multiple codes from the
same family based on the context of the text excerpt.
After consensus coding concluded, coders engaged in paired coding of the remainder of
the transcripts. Each transcript was coded by an individual coder, who then met with the other
member of their pair to review their coding and achieve consensus. The final coded transcripts
which were used in analysis were therefore the consensus between two individual coders. Coders
also re-coded the three transcripts used in consensus meetings so that all 35 resulting transcripts
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were coded using the final codebook (Ando, Cousins, & Young, 2014; Virginia Braun & Clarke,
2006). In addition to coding, coders engaged in an analytic process of writing memos as they
coded, including narratives documenting the coders’ reflections and thinking about the data.
These memos attempt to synthesize observations into higher level analytic meanings
(Vaismoradi et al., 2013). To prevent coding “drift,” in which paired coders may move away
from the codebook, coding pairs were reassigned after every two transcripts.
Interrater reliability was continuously monitored by calculating percentage agreement
among pairs. Specifically, individual coders submitted their coded transcript prior to meeting for
dyadic consensus meetings, then after the consensus meetings. Percentage agreement between
individual transcripts and the consensus transcripts was calculated using Dedoose software
(SocioCultural Research Consultants, 2022). Dyadic coding pairs also submitted a self-report
form after each consensus meeting to rate subjective agreement between coders and ask any
questions that arose in application of the codebook. This facilitated the doctoral student
investigator or lab manager to assist or retrain any coders who were struggling.
Analysis
The next step was to analyze themes within the coded data (Ryan & Bernard, 2016).
Thematic text analysis was used (Braun & Clarke, 2021), which acknowledges, and capitalizes
on, the subjectivity of those conducting the analysis Thematic analysis was augmented with a
narrative analysis approach (Virginia Braun & Clarke, 2006; Murray, 2003). Narrative analysis
focuses on the ways in which individuals present their accounts of themselves, and views selfnarrations both as constructions and claims of identity. Highly relevant to the research question
of how young adult survivors integrate their personal identity with their cancer survivorship
identity, narrative analysis helps make sense of participants’ lived experiences and examines the
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sequences of core narratives, exploring their structure and the thematic connections between
them (Murray, 2003).
Combining thematic analysis with narrative analysis allows for drawing out a code’s
truncated essence, by elaborating on the meaning contained within a particular excerpt and its
context within the whole transcript. Reflexive thematic analysis (V. Braun & Clarke, 2021)
guided the development of codes, and narrative analysis (Murray, 2003) interrogated the
constructs more and linked them to one’s life in the future. Thematic analysis requires a search
for themes that emerge as being important to the description of the phenomenon under
investigation; as such, it constitutes a form of pattern recognition within the data. Thematic
analysis was initially conducted in a data-driven way, as themes and connections between themes
were drawn from the coded excerpts (Virginia Braun & Clarke, 2006). When this process was
completed, a second phase of analysis was conducted, following a hypothesis-driven approach to
thematic analysis (Saldana, 2013; Vaismoradi et al., 2013). This second phase was informed by
the theoretical and empirical literature utilized to design this dissertation research project.
The final step in data analysis involved a review of the themes that were identified in
order to construct an explanatory framework (Vaismoradi et al., 2013). This involved reviewing
themes guided by the conceptual model (Figure 1) and the specific research questions and
checking whether some could be integrated into higher-order themes. During this phase, I moved
continually between the evolving conceptual model for the study and the raw data. Common
themes were summarized, alongside de-identified direct quotations from participants (Virginia
Braun & Clarke, 2006).
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Quantitative data were then linked to the codes. Whether a participant met the threshold
for clinically significant depression, anxiety, fear of recurrence, was noted on the interview
transcript after the coding and thematic analysis was completed.
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Results
Sample Characteristics
The final sample consisted of 35 young adults, with a mean age of 33 (SD = 5.67; range:
18-39); while nearly every age within the young adult range was represented, the sample skewed
toward the older young adult range. The majority of participants identified as female (86%), nonLatino White (77%), with the majority having completed a college degree. The largest number of
participants reported a history of lymphoma (11 participants, 31%), followed by breast cancer (9
participants, 26%) and kidney cancer (5 participants, 14%). The majority of participants had
received chemotherapy (22 participants, 63%) and surgery (21 participants, 60%) to treat their
cancer; less than half received radiation (13 participants, 37%). About a fifth of the sample had
received hormone therapy (7 participants, 20%) and/or bone marrow or a stem cell transplant (8
participants, 22%), known for its potential effects on medical menopause and fertility loss. All
participants were recent survivors of cancer: more than half (58%) had completed cancer
treatment within the past two to three years, while the remaining 39% had completed treatment
within the past four to five years.
The sample’s scores on depression and anxiety measures were compared to the general
population (i.e., not to a cohort of cancer survivors). Based on clinical thresholds, the
participants reported moderate to high levels of anxiety and depression. Most participants (71%)
reported moderate to severe symptoms of anxiety on the GAD-7, and approximately one-third of
participants (29%) reported moderate to severe symptoms of depression on the PHQ-9. Most
participants (89%) reported fear of cancer recurrence that was above the clinical threshold on the
FCRI. More than half of participants had a history of receiving psychotherapy or psychiatric
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services, or were currently in treatment for mental health concerns (See Tables 1 and 2 for
details).
It is also relevant to consider how this study sample compares to other studies of young
adult survivors. Unfortunately, data on psychopathology in the young adult survivor population
can be highly variable due to many factors, such as study design (Sansom-Daly & Wakefield,
2013), inadequate differentiation between childhood cancer survivors and young adult survivors,
and different scales or tools used to detect symptoms of psychopathology. However, a recent
narrative review found that depression, anxiety, PTSD, suicidality, and post-traumatic stress are
at an elevated rate in the young adult survivor population, as compared to the general population
(Berkman, Robert, Roth, & Askins, 2022). Other recent studies are in line with the findings of
that review, although future study on epidemiology of psychopathology in young adult cancer
survivors is sorely needed (Janssen, van der Graaf, van der Meer, Manten-Horst, & Husson,
2021). Although many participants would likely qualify for mental health services to address
anxiety and depression based on their scores, the sample is comparable to other studies of young
adult survivors of cancer.
Emerging Themes
The final codebook for this study included 62 codes, approximately 23 of which were
initially developed as deductive codes.
Research Question 1: Psychological Impact of Cancer and Self-Evaluative Emotions
The first research aim was to assess cancer’s psychological impact. We hypothesized that
participants would associate self-conscious emotions of pride, shame, guilt, and embarrassment
with the psychological impacts of cancer, such as with their identity as a ‘cancer survivor.’
Research Question 1A: Psychological Impacts of Cancer
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Themes related to cancer’s impact were coded under the family, “Psychological Impact
of Cancer.” Through the iterative coding and analysis process, key themes that emerged included
five primary impacts of cancer: (1) personal identity, (2) personal values, (3) ongoing symptoms
and late effects of cancer treatment, (4) religion and spirituality, and (5) areas of minimal
psychological impact of cancer. Because most of our hypotheses about the psychological impact
were confirmatory in nature (i.e., the psychological impacts of cancer have been explored in the
published literature, and summarized here in the introductory literature review), we conducted
complete coding and analysis but present a concise version of the results.
Theme 1. Impacts of Cancer on Personal Identity
Most participants (31 or 89%) described cancer’s having had an impact on their personal
identity. Four subthemes were identified: (1) changes to identity or sense of self, (2) perceptions
of receiving care and support, (3) ongoing struggles with accepting survivor identity, and (4)
how cancer’s impact related to other aspects of sociocultural identity.
Subtheme 1: Changes to Identity/Sense of Self. Participants reported both positive and
negative psychological impacts of cancer, which was encapsulated effectively by a participant
who commented: “[Cancer] changed me for the better and worse, I’m different.” Participants
described themselves as more outgoing and expressive of emotions, more optimistic and open to
new experiences, more assertive and able to set boundaries with others, and more sensitive to
their own needs and others’. They attributed these changes to the challenges of treatment and to
the necessity of prioritizing their own needs, or being “selfish,” during cancer treatment. They
described how connecting with others who were diagnosed with cancer, and disclosing their
cancer history to others, facilitated self-knowledge and comfort in social settings.
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A few participants reported perceptions of increasing psychological flexibility and
reduced rigidity, including one who said her “high-achieving perfectionism” towards
occupational goals was replaced by a “good enough” mindset due to the exigencies of cancer and
treatment. Another participant described how cancer changed her standards for self-esteem: “I
was already pretty cool, and now I’m a badass—I ate solid food today!” Another stated that he
was preoccupied by appearing “tough” before cancer, and enduring treatment made him more
comfortable with being “sensitive” and “empathic.” Explaining her improved assertiveness since
cancer, another participant stated “cancer made me sensitive and self-reliant.” Another said she
became less of a “people pleaser” after re-examining her priorities due to cancer. A participant
noted that she had been “working on herself anyway” to be “less tightly wound,” and that cancer
had expedited that process.
Subtheme 2. Perceptions of Needing Care. A few participants explained how needing
support and care due to cancer in young adulthood affected their perceptions of giving and
receiving care. One participant, a mother, explained that she historically thought of herself as a
caregiver as opposed to a patient and that needing care during cancer made her seek relationships
that were more “reciprocal.” Many participants reported initial trepidation and reluctance to “ask
for help,” and also that they became progressively more willing to do so as their cancer treatment
continued, and treatment burden increased. A few participants described a new willingness to
seek psychotherapy and other supportive care post-cancer. One participant, in her late 30s,
described how moving back in with her mother for care during cancer treatment interrupted her
differentiation and seeking independence from her mother.
Subtheme 3. Perceptions of “Survivor Identity.” Many participants described ongoing
struggles with incorporating identity as a cancer survivor into their personal identity. A
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participant reported that she “struggle[s] to integrate my former self into my current self,”
[because] “that person died.” She speculated that older adults with cancer are unlikely to feel the
same way, due to greater establishment and familiarity with their personal identity. Two
participants encountered difficulty “going back to normal” and returning to “society” after cancer
treatment, “because during cancer it was all about the fight.” A male participant noted that he
had been issued a handicap pass for parking but hesitated to use it because he outwardly did not
appear to “need it” to bystanders. Multiple participants reported misgivings regarding the term
“survivor;” one stated that she was working to be a “thriver, not a survivor” by living a better life
than she would have without cancer; another participant noted that the term ‘survivor’ implies
that cancer is in the past, but it “still affects me today,” another stated concerns that if
survivorship becomes her “rubberstamp” or brand, it will affect how prospective employers
would perceive her.
Subtheme 4. Interaction with other Sociocultural Contributors to Identity.
Participants shared how their sociocultural identity was impacted by survivorship identity; both
while connecting with others with cancer, and in terms of their other identities (e.g., age,
occupation, race/ethnicity). Due to young age at diagnosis, some participants described a drive to
“compensate for the dumb kid stuff I didn’t do” by engaging in thrill-seeking or adventurous
activities. A participant who had just obtained a professorship stated that cancer induced a
professional “identity crisis,” that she remains proud of her education and occupation, but is no
longer preoccupied with whether her position is the most prestigious or competitive. A KoreanAmerican participant stated that her identity as an immigrant in the “.5 generation” struck a
contrast with her identity post-cancer; previously, she considered material possessions and
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education to be markers of occupational success, but post-cancer she considers doing what she
loves to be a more meaningful target.
Several participants shared how connecting with others who had cancer through support
groups and social media had shaped their survivor identity. One participant stated that she did
not wish her identity as a cancer survivor to subsume her personal identity, so she maintains
disparate social media accounts for her “cancer friends” on apps. Another participant described
how he feels free to make “dark jokes about being the ‘cancer kid’” to peers with cancer. A few
participants described a wish to advocate for other adolescents and young adults with cancer,
including by participating in the present study.
Theme 2. Impacts of Cancer on Personal Values
Every participant reported that their “values and priorities” had changed through cancer.
In summing up these impacts, one participant said she did not want to “forget cancer.” One
participant described cancer positively as a “values clarifier,” while another described resenting
cancer’s impact on her values: “I didn’t sign up for this class, I don’t want to learn your lessons.”
Participants described (1) a new level of appreciation for their physical health and support
networks, (2) a renewed determination to identify and pursue meaningful goals, and a shift to
more experiential goals than material or occupational ones.
Subtheme 1. Appreciation and Gratitude. Participants reported increased value for
their “support systems,” including those who had provided care and emotional support for them
throughout treatment, as well as new motivation to maintain physical health and wellness and
reduce habits such as drinking alcohol.
Subtheme 2. Shifting Goals/Priorities. One participant noted, “life is short, so do the
fun stuff.” Another commented how cancer concretized that she did not have “infinite time,” and
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was therefore obligated to “plan harder,” “make choices and pursue them.” In addition to global
increases in determination to pursue “a more intentional life” and to achieve goals, participants
further described a shift in the types of priorities and goals they set.
A few participants reevaluated their commitment of time and energy to professional
goals, and determined to “measure accomplishments in many ways,” including spending quality
time with family and prioritizing personal goals. A participant involved in theater described
identifying the toll on her bodily health of overworking and said that cancer called her attention
to prioritizing her physical health. Following her recovery from transplant treatment, a
participant reported that receiving permission to travel inspired her to have new experiences
traveling and share them with her children.
Theme 3. Psychological Impacts of Late Effects of Treatment and Ongoing or Recurrent
Symptoms
For over half of the participants (21, or 60%), the psychological impact of cancer
included recognizing the disease and treatment’s enduring effects on physical and mental health.
In addition to (1) worries and tangible limitations imposed on occupational and physical abilities
due to ongoing health challenges, participants described (2) ambivalence regarding behavioral
aspects of health, (3) challenges to their close relationships due to late effects of treatment, and
mental health impacts of cancer and treatment. I will explore several subthemes with this
subsample of 21 AYA cancer survivors.
Subtheme 1. Persistent Health Limitations. One participant described anticipating
“having health issues for most of my life,” and a few participants described reluctance or
inability to live far away from a hospital. Participants noted how stymying it was to have
physical limitations at young adult age, including that no one among their healthy peers and
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providers understood the unique situation of young adults. One study participant who reported
challenges answering interview questions due to “chemo brain” described how he anticipated
cognitive challenges continue to affect each domain of his life.
Participants struggled to adjust to physical limitations, which were a moving target
through survivorship; one questioned whether he was “using cancer [symptoms] as an excuse”
for being less capable and involved in daily life than his peers. Another participant, who had
undergone radiation treatment, described how neuropathy in her extremities made it hard to
parent her infant, simultaneously acknowledging how much she appreciated that she had
maintained her fertility and that having a baby after cancer was a “gift.” The uncertainty of how
long physical late effects would last was also a prominent challenge; one participant reported
feeling skeptical about the prospect of recovery from late effects of treatment despite
encouragement from their physicians, other young adult participants described assuming that
their persistent fatigue was due to advancing age, while multiple participants speculated about
their fertility status and reported a dearth of definitive information about fertility post-cancer.
Participants further noted the mental health impacts of cancer, including onset or
exacerbation of anxiety, PTSD, and depression. Many participants reported participating in
psychotherapy and support groups in response to psychological symptoms.
Subtheme 2: Behavioral Impacts. The impact of late effects was also evident on healthrelated behaviors, such as exercise and diet. Participants reported a range of attitudes regarding
health behaviors in survivorship; while some described more carelessness regarding health
because they felt it was unfair they had cancer, still others reported a renewed interest in eating
healthful foods and maintaining physical activity, reducing drinking alcohol, and maintaining
follow-up care with physicians.
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Subtheme 3: Relationship Impacts. Participants who were not in a relationship, but
wished to be, described how cancer impacted their self-perceived attractiveness and desirability
to a prospective partner. For one participant nearing the age of 40, the time lost to cancer and
treatment intersected with perceptions of social norms about older young adult age and
opportunities to find a partner. Participants in relationships described how sexual dysfunction
affected their self-perceptions, including one who described how cancer’s impact on her sexual
function emphasized her prior sexual trauma.
Theme 4. Impacts of Cancer on Religion/Spirituality
As shown in Table 2, participants reported a range of religious and spiritual orientations
and backgrounds. For approximately half of the sample (18 participants), religion and spirituality
were mentioned as substantial influences on their attitude towards cancer. Religion was invoked
as: (1) a potential means for understanding why one was affected by cancer and to answer
existential concerns, and (2) to absorb the ongoing impacts of cancer.
Subtheme 1. “Why Me?” A few participants seemed to address an attributional question
of “why me?”—essentially, aiming to understand why they and not others were affected by
cancer (Taylor, 1983) using a religious or spiritual framework. For example, one participant said,
“God gave this [cancer] to me because I could handle it.” A few participants reported increased
engagement with religion through cancer; one described her “sickeningly good attitude” based
on the realization that for her, “letting God in” would make the cancer experience more possible
to endure. Another participant described how religious music with optimistic themes keeps her
spirits up post-cancer. For others, the role of God in cancer was seemingly contradictory; one
participant stated that she was “disappointed that God let me have cancer, but he also let me
live,” while another said that being subjected to axioms like ‘everything happens for a reason’
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was “frustrating and alienating.” A few participants contextualized their religious or spiritual
coping by noting that it was normative to question and search for spiritual identity at young adult
age.
Subtheme 2: Adapting and Adjusting to Limitations. Participants described how
religion helped them adapt to the limitations of life post-cancer. One participant said that when
she feels “upset or angry” about life after cancer, she recalls her trust in God for relief. A few
participants described how religion, spirituality, or a religious community made it possible to
engage with thoughts and frank discussions about mortality and death. Significantly, this
included both their own fears of cancer recurring in the future as well as a means for observing
losses to cancer. A participant said that when she thinks about the possibility that cancer will
return, she recalls that “God would take care of my family if cancer killed me.” For another
participant, religion provided him a way to “keep people [who died of cancer] alive in memory,”
a specific need which he said psychotherapy was unable to meet. The same participant, a
member of the Ashkenazi Jewish community, said that elevated rates of cancer in his religious
community led to a sense of support and allyship bonded by common experience and shared
understanding of cancer. Lastly, a few participants noted that religion shaped their existential and
future-oriented thoughts. One noted that the knowledge that “God has a plan” for her “gives me a
way to think about the future” and another said that his spirituality guided him to the knowledge
that “there’s a reason I’m still here.”
Theme 5. Minimal Psychological Impacts of Cancer
The vast majority of participants reported that cancer had a wide range of psychological
impacts, as described in the preceding sections. A minority of participants (8 or 23%) identified
areas of life where cancer had no perceptible impact, or that their coping strategies were
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sufficient to compensate for cancer’s impacts. One participant explained that she and her
husband were resolved to maintain their financial goal of buying a house, based on his
reassurance that “it would be fine;” a few participants reported that cancer re-affirmed, but did
not affect, their values and priorities, and one participant said that since he never had a “solid
[life] plan” to begin with, there was no change since cancer. Another participant stated that since
she now takes a present-focused, “minute-by-minute” coping approach to life after cancer, she
rarely feels limited or affected by her past experiences with cancer.
Research Question 1b: Self-Conscious Emotions and Cancer
Consistent with hypotheses, emotions of pride, shame and/or guilt were identified by all
participants in response to the question probing for self-conscious emotions. Contrary to
hypotheses, embarrassment was rarely endorsed by participants and as a result, the code for
embarrassment was eliminated in the iterative coding process. An inductive finding that emerged
from this inquiry was the relevance of grief to these YA survivors. Specifically, the theme of
grief arose repeatedly in response to the question about guilt; survivors reported grief in response
to deaths of peers, most frequently due to cancer, as well as other losses such as loss of fertility
or job opportunities. The hypothesized model (Figure 1) proposed that self-evaluative emotions
would arise from the psychological impact of cancer on identity and affect functioning in
relationships. The results largely bore out this hypothesis.
Theme 1. Pride
When asked if they felt proud of any aspect of their cancer experience or life in
survivorship, participants responded along four subthemes: (1a) pride in survivorship, (1b) pride
in their identity as a survivor and in their personal resiliency through cancer, (2) pride in their
advocacy for themselves and other survivors of cancer, and (3) accomplishments in life since
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cancer. These were coded respectively as Pride_CopingResilience (32 participants, or 91%),
Pride_SurvivorshipAdvocacy (17, or 49%), and Pride_Accomplishments (14, or 40%). Some
respondents described more than one type of pride.
Subtheme 1a. Pride in Survivorship. Approximately a third of participants reported
being proud they had survived or “beaten” cancer, or that they had completed cancer treatment
despite its burdens: “I am proud of myself for surviving. You know, nobody can ever take away
that bad b*tch status.”
“Yeah, I had cancer and I’m a bad b*itch, I am a bad b*itch and you can’t kill me… like
this badge of honor… [Cancer] can feel very debilitating, and it can feel limiting. But…
if [surviving cancer is] the one thing I accomplished in my life, that’s like a pretty intense
accomplishment… there is this sense of pride” (1334M, Age 36, Woman)
However, a comparable number of participants described reluctance to take pride in
health outcomes they could not have directly controlled: for example, participants noted that they
were ‘not narcissistic’ or the type to toot my own horn,’ or commented that God may dislike
those who are prideful. Reticent to feel proud of survivorship, one participant cited young adult
age as an advantage in facing cancer: “because I know you know as a younger person I had a, I
had a much better shot than some other people. So, I’m like I think it’s a solid mix of my body
and luck, to be honest, like some of it is just luck.”
Subtheme 1b. Pride in Coping Approach. The vast majority of participants reported
taking pride in their attitude during, or since, cancer treatment. They mentioned “handling it with
grace,” “recognizing the silver linings,” “keeping my head up,” and “maintain[ing] that
positivity,” as well as behaviors such as “advocat[ing] for myself and what I needed,” “seeking
[mental health] help,” “stepping out of my comfort zone and making friends [with others in
cancer treatment]” and “getting out of bed every day, and when I really didn’t want to.”
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Many of these participants further noted that they discovered their personal strengths and
resiliency (e.g., “I’ve become more resilient”), or that going through cancer and treatment had
led to other gains, such as increased capacity for empathy or authenticity in parenting.
Participants described this as an active process of making changes in life after cancer: “I’m
proud of myself for trying to take the experience and make positive changes in my life, and I’m
proud of a lot of the progress I’ve made now that was due to a lot of the impact of the cancer
experience on my life.”
A few participants elaborated on taking pride in their attitudes during cancer treatment.
For a young father, “the proud part comes with how normal I tried to keep living life… I think
outlook has a huge thing on it.” One participant described how she takes pride in her optimistic
attitude during cancer treatment, and appreciates that her attitude may have potentially benefitted
her treatment outcome. However, she suggests that in retrospect, she wonders whether her
attitude reflected naiveté or obliviousness to the seriousness of her diagnosis. Her reference to
“something deeper,” below, may be considered an allusion to a denial coping response to cancer:
“I was really proud of the attitude that I held the whole time… but then looking back, I’m
like okay was I just like naive or like… was I not fully understanding the gravity of the
situation?... I guess I’m proud of how that worked…. I’m sure that even like helped my
treatment like process, because I know like attitude is such a big impact. But I don’t
know, looking back […] am I really that amazing or was like something deeper
happening to like prevent me from feeling those things?” (1872T, Age 23, Woman).
Despite initial qualms about taking pride in completing requisite cancer treatment,
another participant seemed to discover during the interview that she could take pride in using her
well-earned mental health strategies to forestall depression during cancer treatment:
“I don’t know that I would say “proud.” I think, like, surprised at the strength that a
person has inside of them. I wouldn’t say that I’m particularly proud of myself. I think
it’s just what people do [to survive] […] I guess that’s where my surprise comes in, is
that I—I did handle the treatment well emotionally. I—when I was first diagnosed, I was
like, “Well, you’re about to fall into your depressed, anxious hole again,” and I didn’t do
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that, which was surprising. I—okay, so I will say, I do feel proud of the work that I did
prior to that, because I feel like it helped me so much, and I was able to, like, implement
what I knew. So I will say I was proud of that, and being able to implement it. That
mattered. […] My depression tends to be situational, so knowing that, or reminding
myself every day or every hour, even every minute, that this feeling is going to pass was
hugely helpful […] trying to mindful when you can of how you feel and doing what you
can to make it better.” (9220H, Age 35, Woman)
In describing feelings of pride after cancer treatment had ended, during the survivorship
period, participants reflected on increased sense of selfhood and agency, feeling inspired by their
own resiliency, and different ways of relating with others. Interestingly, these participants
frequently stated that they would not have enjoyed these benefits if they had not had cancer.
One participant described how bicycling in an event for young adult survivors led to
feelings of pride and self-possession which she would not have otherwise experienced. Her
comment below about a “life resume” illustrates how membership in a group for cancer
survivors may have offered her unique opportunities and emboldened her to take advantage of
them.
“I think cancer has taught me how to feel prideful […] the big moment that I felt really
prideful was through YSC, Young Survival Coalition, they have Tour de Pink and […]
it’s like a 200-mile ride over the course of three days. So, completing that, like that’s
when I felt like all right, now I’m, I’m pretty prideful of that and it taught me to like take
ownership of the things I’ve achieved. [..] I think that’s something I would have never
been brave enough to do without cancer, before cancer, so it’s just kind of like, that’s
something I can, it’s almost like putting on a resume, like a life resume kind of thing that
I was able to do that.” (3273M, Age 39, Woman)
Similarly, another participant described how her attitude post-cancer is less inhibited by
fear, and she feels a new motivation to seek occupational opportunities:
“I’m trying to like branch out and try new things. And like I signed up for this study and
it was kind of out of my comfort zone. […] I’m in a very small town. There is some
positions on like the board of recreation and I was like, well, maybe I’ll throw my hat
into that ring. Like just — I think before I would’ve been so scared that I would’ve been
rejected, or I wouldn’t have been chosen that I wouldn’t have even tried. And so having
that fear removed is, is something that I’m proud of.” (0691A, Age 36, Woman)

51

Another participant explained how he draws inspiration for coping with COVID-imposed
isolation, as well as coping self-statements for panic attacks, from his own experiences being
resilient during cancer treatment:
“I’m so much stronger than I ever thought that I was and like cancer taught me that. Like
I’m much stronger than I thought I was. I’m much stronger than anyone should have to
be, to be honest. ... there were some like very, very low points during the cancer
treatment. And physically and emotionally at the same time. But just the fact that I, that I
kept going, right? ... I look back and I’m like, “Wow. Like you really just pushed through
that.” And so, I think even through the [COVID] isolation here like I, I, I’m like I’m
never going to be one to discredit the anxiety or the panic, it was, it’s very real, a panic
attack is very real. But sometimes like during or after, I’m just like, “You kept going
through that, you can keep going, going through this.” (6513K, Age 32, Woman)
One participant poignantly described how she takes pride in her coping with hair loss and
body image during cancer, and in her approach to parenting with an openness to labeling
emotions and expressing vulnerability. As a result of this parenting style, she appreciates
increased family cohesion:
“I was never one to, like, wear a wig or whatever, because I was pretty proud of, like—it
was almost like a statement of who you are and what you’ve been through […] I’m proud
of survivorship. I’m proud of getting through it, I’m proud of how my family’s handled
it […] [My son] was four when I was diagnosed […] I’m actually very proud of how he,
like a year later, will say things to me, which is kind of sad but also, like, from a mental
health perspective, I really appreciate, where he’s like, “Mommy, it was really scary
when you went through that. Like, I was really scared,” and like, you know, like, I feel,
like, I’m proud that he’s—that he feels like he can talk to me about it and, like, not be
ashamed to, like, say something that might be scary for me to hear and, like, you know
[…] I’m proud that, like, he feels comfortable enough, but, like—and it’s not just with
me, but, like, I’ve heard him to say it to, like, kids, like, you know, “My mommy was
bald,” or whatever, and it’s kind of cute. And I mean, I think in general, like, it’s made
our, like, little—like, our little family, like, a lot more, like, together, you know?”
(5641E, Age 37, Woman)
Many participants reported increased feelings of empathy in the time since their cancer
experience. One participant describes her pride in having a deeper understanding of human
suffering since her cancer experience, and voices the dissonance inherent to finding benefit in a
life-threatening illness:
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“It makes me proud that I can see that perspective… that I can more deeply empathize
with people who are going through hard things… you wouldn’t gain that experience
otherwise if you hadn’t had cancer so it’s nice, in that way. Even though it’s really not
nice.” (5685K, Age 30, Woman)
Subtheme 2. Pride in Accomplishments since Cancer. Other participants expressed
pride in what they had accomplished since cancer treatment had ended, including some tangible
milestones such as completing or achieving educational and professional goals, as well as
intangibles such as restoring a sense of normalcy or returning to a sense of self. A few of the
accomplishments often named by the participants included: graduating from college, completing
a postgraduate degree, getting a job, and participating in physically demanding activities such as
a fundraising hike or adventure travel. Participants expressed feelings of awe in retrospect; in the
words of one participant: “looking back, I don’t even know if I could explain how I physically
did all those things… I don’t know how I did it, but I’m definitely proud that I was able to.”
A few participants described pride in their ability to restore a sense of normalcy after
cancer. “Once I finally was physically better, I kind of went back to myself emotionally and
professionally and things like that and I think I’m really proud of that.”
“I think just the fact that I’ve been able to handle like normal teenager things along with
like all my other like crazy side stuff and like getting sick like all the time, I’m like, you
know, that’s, that’s pretty good [laughs], you know?” (6194J, Age 36, Woman)
“I guess I’m proud of like how quickly I was to try to get back to life. Like, I was pretty
going back to school, pretty ambitious. I was actually doing online college classes from
my hospital bed, that’s how much I really wanted to get back to may not, well my life, so.
I guess that was another thing to feel proud of.” (1872T, Age 23, Woman)
Possibly due to their young adult age, the participants’ statements seem to carry an
undercurrent of urgency or sensitivity to the passage of time.
Subtheme 3. Pride in Advocacy for Others with Cancer. Participants also described
taking pride in opportunities for advocacy for others with cancer. One participant describes how
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accepting her cancer history and finding pride in her identity as a cancer survivor inspires her to
advocate for others:
“I’m still working on, you know, being the best version of me that I can be and working
on accepting things as well as possible and being able to be more open about it. And this
interview is—is part of that…I would say I feel more proud of being able to say that I’m
a survivor, because I do feel like that does help with awareness, that does help with
things. I advocate a lot for Be the Match, because they are the ones that saved my life. I
try by best for different support groups to try to help them in every way that I can. So I’m
pretty open on social media accounts and everything that I am a survivor, and I take pride
in that” (7940B, Age 25, Woman).
Many other participants described thoughts and intentions, as well as actions, to advocate
for others with cancer. Participants described wishes to raise awareness-- including starting a
web show called “That’s Nuts” for testicular cancer survivors, increasing community-building to
reduce geographic disparity for minoritized females who may not receive breast cancer
screening, and fundraising. They also described unique ideas for helping those in treatment for
cancer, such as a memoir with recipes for food appropriate during cancer treatment (“It’s a little
bit of a cookbook, but it has my story weaved throughout”) and visiting prospective transplant
recipients and their families to share their experience with liver transplant. One participant
described ambivalence regarding her efforts, sharing that she generally avoided reminders of
cancer but maintains her subscription to cancer community listservs so she can “brainstorm in
the background.”
Theme 2: Shame
Themes of shame included shame regarding body image, which was coded as
Shame_Body Image; 29 participants, or 83%, endorsed this theme), as well as shame regarding
relationships (Shame_Relationships; 10 participants, or 29%%, endorsed this theme). The
Shame_Relationships code will be described in the analysis section of Research Question 3.
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Subtheme 1: Body Image. The vast majority of participants (83%) responded to our
question about cancer-related shame or embarrassment by describing post-cancer shifts in their
body image. For most of these participants, the changes were negative and constituted a
distressing and ongoing impact of cancer. Many female participants described the physical and
psychological impacts of medical menopause, including a perception of premature aging: “I
missed out on normal life transitions… I just went from being a young adult to being an elderly
woman…I look at myself in the mirror and I’m like, my glory days are gone.” Many participants
described how their approach to dating was affected by “low self-esteem” regarding hair and
weight changes, as well as self-consciousness regarding breast asymmetry, chronic fungal
infections and hemorrhoids, and other late effects of cancer treatment. A participant described
her self-judgment regarding body image after losing her hair to cancer treatment: “just so
incompetent and just so embarrassed to be seen by anyone. Even though that’s like so superficial
and lame.” Five female participants described how their body image reduced their gender
identity; one explained “the vaginal atrophy…that’s not something I will ever get over. Because
I wasn’t prepared for it and it’s not fair, it’s just not. I don’t think I’ll get over the hysterectomy
either…I feel like I’m a step further from being a woman.” (8143A, Woman, Age 36)
One participant, who is in training to become a therapist, described the incompatibility of
current therapy approaches for a young adult survivor cancer population, and her own outlook on
her body image in the future:
“It doesn’t feel like a body positivity approach feels very appropriate to me because I
don’t view my body as a very positive thing. Like, it’s sick and doesn’t work the way that
it should. And so like hearing encouragement to like love my body doesn’t feel very
appropriate to me, but also there like needs to be like an appreciation there and not so
much of like a self-hatred of like my physical self…I don’t know if I can look forward to
like a healthy body in the future. And, and I think sometimes in therapy, that can come
across as just like, like [pause] just having like a negative view of the future, kind of like
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in that depressive sense, but for me it doesn’t feel like a depressive symptom. It just feels
like accepting the reality of my life.” (4328M, Woman, Age 28)
Theme 3: Guilt Related to the Self
Themes of guilt included guilt regarding life opportunities missed due to cancer (coded
as, “Guilt_Missed Opportunities; 14 participants, 40%), a sense that one’s cancer was less than
others’ (coded as, Guilt_Cancer Impostor Syndrome; 11 participants, 31%), Survivors’ Guilt
(coded as Guilt_Survivors; 15 participants, 43%).
Participants described feelings of guilt regarding missed opportunities to participate in
professional and relationship opportunities in the past, as well as guilt regarding present
limitations. In describing professional opportunities, two participants explained that their young
adult age contributed to the sense of opportunities that were lost to the time commitment of
cancer treatment. A third participant said that missing a year of work due to cancer treatment,
especially as a woman, was a significant professional setback that would be hard to recuperate
from. Two participants described how they had missed significant portions of their children’s
earliest years, and others explained that they currently felt they were holding their friends and
family back from enjoying life experiences due to cancer-induced limitations on their physical
abilities, or would not be able to offer their families the same travel experiences they would have
before cancer. A participant who did not feel ready to date prospective romantic partners, but
wished to be, said “the clock is just going…I missed out, that FOMO feeling.”
A participant who was diagnosed with triple negative breast cancer reported “I feel
guilty… I almost feel like I gave myself cancer” because her cancer had less genetic or hormonal
basis than other breast cancers. She stated that she had “internalized” hypotheses regarding stress
or cortisol, and early childhood nutrition, leading to her type of cancer, and felt guilt as a result.
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A few stated the opposite: “I do not feel like I caused my cancer or that I ate too much cake…
that’s not something that I think about.”
Approximately one third of the sample reported feeling that their cancer, treatment, or
survivorship experience did not match up to the severity of others, leading to feelings of guilt.
This experience, coded as ‘cancer impostor syndrome,’ led to “comparing ourselves to other
cancer patients and … feeling like we’re not caner-y enough.” Another participant stated, “My
experience doesn’t feel as valid as those [who lost more hair or weight during treatment]” while
a third described how having financial and familial support through cancer made his experience
seem less severe than others’. In many participants’ descriptions, support groups for other young
adults with cancer seemed to both initiate and mitigate impostor syndrome. Many survivors
reported experiencing imposter syndrome in support group settings, while others found some
benefit from discussing these social comparisons in support groups:
“We were talking a lot about different aspects of survivor skills and different aspects of
like imposter syndrome, feeling like maybe I don’t have a right to be in this young adult
cancer community because I don’t fit my, you know, preconceived idea of what a cancer
survivor is supposed to be. Like, I didn’t have chemo, so do I really belong with these
other people, for example…. [but] you can always find something to resonate with about
someone else’s story, so it’s nice to be able to hear war stories from people and, you
know, share my own story when I can.” (4746J, Woman, Age 35)
Relatedly, about half the sample also described some version of survivors’ guilt. For the
purposes of the present study, we coded experiences connoting guilt upon the death of a known
person from cancer, as well as questioning why the participant survived or needed less extreme
treatment than someone else who passed away. For example, a participant reported feeling guilt
that she was eligible for a transplant, while her best friend’s mother was not and died of her
cancer. In addition to vivid memories of those who had died, participants shared their feelings of
helplessness in how to cope with the burdens of survivors’ guilt. Some described mental health
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symptoms of anxiety and trauma regarding those they had lost. The minority of participants
reporting survivors’ guilt could name effective strategies for alleviating their grief; they
mentioned that religious coping, membership in a support group, or advocating for other young
adults with cancer was helpful.
Exploratory Finding: Grief
Often in response to the interview question referencing “embarrassment, pride, shame, or
guilt,” many participants reported feelings of loss and grief. This was an unexpected finding
because the theory-driven literature does not describe grief as a self-conscious emotion;
however, as conveyed by participants in our study, grief may be an outcome of guilt or shame.
Grief was coded as Grief_Losses (25 participants) and Grief_Deaths (10 participants).
Theme 1. Grief for Losses due to Cancer
Through analysis, subthemes of grief for losses included grieving the loss of fertility or
childbearing opportunities, losses of professional opportunities for advancement, and loss of
experiences quintessential to young adulthood, due to cancer treatment.
Subtheme 1. Grieving the loss of Fertility. Participants described grief regarding all
aspects of fertility loss due to cancer, including feeling sad about body-based changes (e.g.,
losing a pregnancy, the end of menstruation, or having a hysterectomy due to cancer), and grief
and retrospective processing regarding the rushed nature of decisions about fertility preservation
(e.g., oocyte cryopreservation) at crucial junctures in cancer treatment. Some losses were felt
more interpersonally: multiple participants described actual or anticipated experiences of losing
prospective romantic partners due to their reduced fertility.
“I was pregnant when I was diagnosed....and had to lose the baby...I had the option of
freezing my eggs…But my decision was I need to focus on staying alive so I can be
present for my daughter that I do have right now. And that was the decision I made, I’m
not going back on it. Yes probably now it would have been easier if I did have some of
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those eggs but I didn’t decide to go that way and I’m okay with it and I knew that the
treatment was going to, to leave me infertile. And it was, it was a hard pill to swallow. It
took me—that decision to not harvest my eggs was probably one of the biggest decisions
and hardest decisions I’ve made.” (3807E, Woman, Age 34)
“You know sometimes I see little babies and I’m like it would have been nice to have one
more. I just feel robbed because the, the choice is not there…I think [hysterectomy, not
freezing eggs] was the right choice health-wise for myself but I do have a, you know you
go pitter-patter a little bit when you see a little baby. You know, it’s just an opportunity
missed.” (8143A, Woman, Age 36)
While some acknowledged the experiences that are unique to having a biological child,
others showed flexibility and accommodation regarding alternative paths to parenthood (e.g.,
adoption). Participants noted how young adult age (i.e., peak reproductive age) meant that peers
were having children, and that potential romantic partners may seek to have children. Their
infertility therefore had interpersonal and social, as well as psychological, impacts.
“It’s just like the little things that we do sometimes, it’s like whose nose do I have, whose
hair, whose—just little things like that that it’s like [pause] I kinda would miss out on.”
(5697H, Woman, Age 25)
“But now there are so many other ways to add to your family and you just kind of have
to, it’s, it’s always been hard, you know a lot of friends having babies because I’m all,
I’m in that age where everyone’s having babies and it’s, it’s always a bittersweet thing
for me. But knowing that I can still have that through adoption has made it a little bit
better. Yeah.” (3807E, Woman, Age 34)
“In a lesbian relationship, I would be more likely, as like the femmier one, to carry. And
I also like femmes, other femmes, but like it’s just that like I—you know, you never
know who’s going to want to carry—and it kind of bums me out that like I won’t be able
to have like a little me. Maybe the woman that I fall in love with will already have
children or maybe I will be able to carry, I just can’t have my—use my own eggs because
they got fried. It was something I obsessed about while I was sick and after, and
something I lamented over. And now it’s like, okay, but like let’s cross that bridge when
we come to it… like let’s—maybe we just have dogs. maybe, you know, like I’m just a
really awesome aunt. And that’s okay too because that’s a great place to be. Maybe I’m a
foster mom. And so yes, like it bums me out because sometimes I feel like maybe I’m
losing potential partners. But at the same time, if my ability to have children is the reason
why somebody would want to be with me or that’s a deal breaker, then probably they’re
not the right person for me…So yes, it’s something that I’ve been—I’ve mourned the loss
of. But I have also looked at an alternate brighter future as well. Or just as bright future.”
(1334M, Woman, Age 36)
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Consistent with prior literature, participants noted that the processing and psychological
accommodation of their loss of fertility takes place largely in survivorship.
Subtheme 2. Grieving Professional Losses. Due to time, physical ability, and cognitive
capacities which were lost during and since cancer treatment, participants described financial and
occupational impacts of cancer which led to feelings of “missing out” and opportunity loss. For
example, participants in the sample described losing specific opportunities to work in aerospace
and the military due to physical late effects of cancer. Many described being in medical debt or
having to stop saving for retirement, and missing promotions and other opportunities at work.
Some participants further described how the mental health impact of cancer has made it
difficult to continue work they find meaningful. For example, in the words of one participant
working as a nurse in burn-focused intensive care unit:
"As a psychiatric nurse practitioner…I would like to work with people who are going
through, like, a significant medical issue, a life-threatening illness, like, I feel like I have
a kind of unique skillset to be able to, like, care for those kinds of—for people in those
kinds of situations, [but] I still have a lot of unresolved grief around my own losses and
that I, like, just haven’t really given myself time to process… I want to be able to get to a
place where, like, I can hear somebody else’s story and, like, not be triggered and I can,
like, be there for them in a way that people were there for me. And yeah, so—so both
kind of like, in a way, it was motivating, I guess, to like—so I do see an individual
therapist, so it was motivating to me to be like, “Okay, we should—I should probably talk
about some of this grief stuff,” because I was clearly, like, triggered by it, and I want to
get to a place where it’s not going to be that way.” (7530L, Woman, Age 32)
She expresses resolve to continue in her line of work, which may be imbued with further
purpose since her cancer experience; she also describes the challenges of encountering stimuli
that may be triggering in her patients’ experience, and her resulting commitment to process her
grief in psychotherapy.
Subtheme 3. Grieving lost opportunities as a young adult. Another common reflection
on grief included thoughts about the “off-time” nature of young adult cancer, with participants

60

describing what they “missed out on” and occasionally comparing the timing of their cancer
unfavorably to older adults who had achieved more life milestones.
"This is such a …cheesy cancer kid thing to say but my like childhood, like adolescence I
guess, I feel like I lost out on. I didn’t get to go to my like school semiformal and things
like that…like stupid teenager things I never got the opportunity to do because whenever
my friends were hanging out, you know, I had an appointment or I wasn’t feeling well.”
(5937R, Man, Age 19)
“It was hard. I missed out on a lot of weddings. I missed out on a lot of big events that
my friends were going through, because of being in the hospital. I feel like I missed out
on some big events, being young. And I missed out on a lot of [my daughter]’s life. Like
I didn’t get to potty-train her, which I’m not too upset about…But there’s a lot that I feel
like I missed out on.” (3807E, Woman, Age 34)
For some, the grief regarding time lost to cancer was accompanied by counterfactual
thinking about what would have happened if they had not had cancer, or if they had died of
cancer. One participant speculated that her new relationships in graduate school were defined by
her cancer experience, while another describes anticipatory grief regarding the possibility that
she could have died of cancer:
“I do feel that like just general like sense of time loss of, you know, yes, I built
relationships with colleagues and classmates and stuff over the past five years, but how
would that have looked different if I would’ve been able to be present more for it? Right?
Like those, all of those relationships were shaped by me having cancer. All of them were,
because I started feeling sick three—like a month or two into grad school. Like they
barely knew a me that didn’t have cancer.” (3593H, Woman, Age 40)
“It’s a loss thing. It felt really traumatic to—to feel like all the things that I was really—
like, I—I got cancer at a time that was really exciting for me. Like, I had so much
excitement happening, and I—it felt like such a huge loss and disappointment to have to,
like, let go of those things. I think the, like, the biggest fear that I had for a long time,
kind of beyond my accomplishments, was, like, feeling like I—it wasn’t enough time.
Like, I—I was really fearful about how my—like that I—I wasn’t a wife long enough, I
wasn’t a daughter long enough….so beyond just, like, the loss of, like, the, like, the
things that I was really looking forward to, like, I also just felt, like, this—there’s also
this fear of this loss of, like, of love.” (7530L, Woman, Age 32)
Theme 2. Coping with Bereavement and Survivors Guilt
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In response to the semi-structured interview question about guilt, approximately 43% of
the participants described experiencing survivors’ guilt. Some of these participants more broadly
described their approaches of coping with bereavement, often in losing their peers to cancer.
They described losing acquaintances, co-members of support groups, and those treated for cancer
at the same time or in the same treatment setting. While specific coping approaches varied, there
was some commonality in a wish to honor and remember those who died. For example, a
participant who lost peers in a support group said, “I do think on their memory, and I try to live
every day to be absolutely best, not only for me but also for them.”
Some participants described frustration, meaninglessness, and sadness regarding those
who died from cancer, and how it affected their personal meaning of survivorship. One
participant shared that she received a liver transplant while her friend’s mother was denied one
and died, and described how survivors’ guilt made it challenging for the friends to emotionally
support each other during bereavement. Another participant described the uncertainty of cancer
treatment outcomes as a fearsome game of chance:
“The biggest thing that impacted me 100% was watching the kids around me die, which
is traumatizing and not something I think a lot of people like realize is such an important
part of …being someone with cancer…And like it was just kind of scary and like a really,
really bad game of like Wheel of Fortune where like you’d either come back and their
counts are up or whatever or like you know like it’s shrinking finally or you come back in
and their chair’s empty. You know when you go. It’s like I hated it. It was always just
like you know, just like some kind of weird sick little game where you’d walk in be like,
“Who’s dead today? Who’s in the ICU?”…I always kind of get the fear where it’s like,
“Yo, like what if my friend just suddenly is sick and doesn’t get better?” (5937R, Man,
Age 19)
The majority of participants reporting survivors’ guilt said they were struggling to cope
with it, and were “working on” strategies to absorb the feelings of guilt and grief. However, a
small number of participants described coping approaches, including one participant who drew
from his cultural heritage to commemorate those who had died:
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“In our…heritage, we have Day of the Dead. So…that thought and just memory of that
person ….just having that, you know, remembrance and, and kind of give them that
honor… you’re honoring the dead…I do something at work and I’m like, you know what,
so-and-so would’ve, you know, loved to know that I’m doing X, Y and Z. So for me,
that’s a way how you can deal with the survivor’s guilt, because it can, it can eat you in
the sense of like…that why not me type of thing... So for me, it’s like instead of having
that thought, having words like, you know what, I’m gonna honor X, Y, Z by doing, you
know, these things and, you know, hopefully by that, you know, they can see me or feel
me in the sense where they, they, they know that I’m helping other folks out. And from
that component, you know, it’s not like so much of like, you know, like I’m still, still sad
about it. It’s more like, you know what, I’m trying to bring up, you know, a, a good way
about this, not a, a way where I’m just down about it.” (0759F, Man, Age 26)
This participant’s approach to coping with survivors’ guilt is notable for drawing on
personally and culturally meaningful practices, and, through his behaviors, for intentionally
creating a legacy for those who have died that is not restricted to negative emotional experiences
such as guilt.
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Research Question 2: Future-Oriented Thought and Emotion: Health Anxiety & Fear of
Recurrence
Coding Future-Oriented Thought and Emotion
In the semi-structured interview, participants were asked to identify and describe three
future events. After asking about a significant memory from the past to allow for building
rapport and to prime participants for drawing from their autobiographical memory, the second
question of the interview battery requested participants to imagine and describe in detail three
significant events they anticipated would occur at any point in their future, involving themselves
and at least one other person. This question was adapted from the Autobiographical Memory
Task (e.g., (Dritschel, Beltsos, & McClintock, 2014). The complete semi-structured interview is
available in the Appendix.
Characterizing Future-Oriented Emotion
An exploratory aim of this study was to explore the qualities of affective forecasting and
anticipated emotions– whether and how young adult cancer survivors imagine the emotions they
will feel in the future. Most young adults were able to identify a range of emotions in response to
their anticipated future events, evidencing no consistent deficit in this area. Their imaginings of
the future were rich and detailed, and they often referred to complex and mixed emotions. Often,
they described how their anticipated emotions would be especially resonant or significant
because of their experience with cancer; many participants described “appreciating more” of the
life milestones they described. This quality, of providing rich descriptions of future events and
how they anticipate feeling, was coded as “Future Emotions_Feeling the Future and was
endorsed by every participant. Their strength in identifying anticipated emotions strikes a
contrast with future-thinking, in which multiple participants described as a conflicted process.
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Contrary to hypotheses, participants did not spontaneously express experiencing
anticipatory emotions (i.e., what it felt like in the present to envision future events); through the
iterative coding process, codes referring to the anticipatory emotions were merged or eliminated.
Codes that emerged regarding future-oriented emotions were anticipation of positive
emotions, and anticipation of negative emotions. Ten participants endorsed future-oriented
negative anticipated emotions (i.e., anticipating that they would experience negative emotions in
the future); 24 participants described positive future-oriented anticipated emotions (i.e.,
anticipating that they would feel positive in the future). While most future events that were
named by participants had a distinct positive valence (e.g., life milestones such as birthdays,
weddings, graduations), there was a high rate of co-occurrence between positive and negative
emotions in the ultimate description of the events.
Future-Oriented Positive and Negative Emotions
The code Future_Emotions Positive (endorsed by 24 participants) described positive
emotions, most commonly associated with the future events they were asked to imagine as part
of the interview question. The code Future_Emotions Negative (endorsed by 10 participants)
described anticipated negative emotions, often associated with the future events they identified
for the interview question. These negative emotions were described even when the events named
were positive or pleasant.
Coding Future-Oriented Thought
Initial deductive coding for future-oriented thought was theory-driven, based on Miranda
and Wheeler’s rendering of future-oriented thought along three concepts: positive indulging,
rumination, and pessimism (2017). Through the iterative coding process, codes were assessed
and adjusted based on the data. The final codes were Future_Thinking Pessimistic thoughts (i.e.,
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pessimistic repetitive future thinking), Future_Thinking Positive Thinking (i.e., positive
indulging about the future), Future_Thinking Goal-oriented (i.e., similar to, but not exclusive to,
repetitive thinking about future goals; all participants endorsed this theme). While the
quantitative Future Oriented Repetitive Thought scale captures the repetitive (i.e., ruminative)
features of future-oriented thoughts, our qualitative data coding suggested both benefits (e.g.,
enhanced motivation) and challenges (e.g., rumination and worry) of future-oriented thoughts
(Miranda, Wheeler, et al., 2017). One additional deductive code from this study’s original model
which was included in the final codebook was Future_Thinking_Decisional Avoidance, and an
exploratory code was Future_Thinking Cannot Imagine (19 participants endorsed this theme).
Coding Health Anxiety
Coding health anxiety was completed inductively, with topics driven by the data and,
where applicable, code names inspired by prior research. The final codebook included three
codes relevant to health anxiety: Health_Anxiety Fear of Recurrence (i.e., fears of cancer
recurring/’relapsing’, endorsed by 89%, 31 participants), Health_Anxiety Premature Death (i.e.,
thoughts that primary cancer, cancer treatment late effects, or cancer recurrence, would lead to
death before peers, endorsed by 46%, 16 participants), Health_Anxiety Cancer Worry (i.e.,
worries about the impacts of cancer such as physical late effects and financial toxicity, endorsed
by 86%, 30 participants).
Analytic Approach and Results
The conceptual model posed in Figure 1 hypothesized that anxiety about health
(including cancer worry and fear of occurrence) would characterize the impact of cancer on
thoughts and emotions about one’s future. However, through coding and analysis, we discovered
that the distinction between health anxiety and future-oriented thoughts and emotions seemed
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artificial, as these codes co-occurred in many instances. Specifically, when we asked participants
to name three events in the future, their anxieties about health arose within their responses. Most
participants did not separately identify health anxiety and future-oriented thoughts/emotions;
essentially, their anxiety about health placed a corollary on their thoughts about the future. This
phenomenon is richly illustrated by the quotations in the following section, in which themes and
subthemes describing future-oriented thought and emotion are not meaningfully separated from
quotations and themes regarding health anxiety. Ultimately, this finding shows that the concepts
of future-oriented thought and emotion and health anxiety were even more closely linked than
we hypothesized.
Analysis yielded four significant themes: (1) the high quality (i.e., level of detail and
vividness) of future imaginings, (2) persistent difficulty in, or avoidance of, planning for the
future due to fear of recurrence, (3) processes related to goal-setting and goal pursuit, and (4) the
motivational impact of health anxiety and fear of recurrence on future-oriented thoughts and
plans.
Theme 1: Feeling the Future: Assessing Emotional and Cognitive Vividness of Future
Imaginings
Drawing from prior research on affective forecasting, we hypothesized that survivors
may struggle to imagine their lives in the future, perhaps indicated by “overgeneral” imaginings
such as in those affected by bereavement or trauma. A minority of participants’ responses did
support these hypotheses, such as the participant below who implies feeling frustration about the
“obvious” or “expected” nature of her responses:
“I’m doing my schoolwork and doing all this therapy to like try to re-channel the
energy somehow, but, but it does make me feel very stuck in the present moment. And so
it’s difficult to even imagine — like when you said think about three things in the future,
it was kinda difficult to, to really envision that. Like I had to dig for a second and be like,
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oh yeah, this thing or, oh yeah, that thing, and they’re very like [pause] — I don’t wanna
say obvious but like, like those were the things, you know, kind of expected things to say
because I, I couldn’t think of something that was more specific that I’ve like really been
sitting around planning for my future. It’s kinda hard to do that.” (3163, Age 39, Woman)
Contrary to hypotheses, however, the majority of participants rendered detailed, vivid and
nuanced images of the future; and yet, references to cancer almost always entered the picture as
well. Some poignant examples are offered below, such as how susceptibility to sunburn and
financial toxicity of cancer affects imagery of retirement, and sadness over the prospect of dying
before older relatives contributes to the urgency and value of visiting them:
"We always talk about this is what it’s gonna be like when we retire, we’re going to be
able to go out and I’ll be able to go lay on the boat and he can fish and I’ll have a
magazine and a hat, and he’ll have to keep reminding me to put sunscreen on because I
burn [laughs] at the sight of the sun. And the biggest concern is do we have to go back to
the house and let the dogs out…being able to really just relax and not stress about
finances…” (4362A, Age 38, Woman)
“First of all, I want to visit my grandpa…He’s like 90-something, and so I want to see
him before he passes away…he was crying on the phone when I was going through
cancer treatments, because he’s told me, he was telling me, you know, “People my age
get cancer, not you.” He just said he doesn’t understand, and then he was crying, and he
thought he was—he was going to lose me. [crying] And that was really sad...Especially in
eastern Asian culture, like, dying before parents is like, you know, it’s like a sin, you
know…I want to visit him just to say hi, because I have this still sweet memory of him,
you know, when I was visiting my grandparents in when I was a kid, and I want to go and
taste all this village’s Korean food, and I go with my parents, you know, and then we are
going to travel around different places and where I was born, you know, which city—you
know. And then my parents’ city when—where they were born, we’re going to see the
ocean. But mostly eating, actually.” (6206J, Age 36, Woman)
These responses, and many others like them, seem to indicate good ability in imagining
the future, with no evidence for deficit or “overgeneral” imaginings. Yet, even without
prompting by the interviewer, concerns of cancer survivorship were ostensibly integrated into
both the content and tone of these imaginings. For the second participant (6206J), it is notable
how her cultural identity as a Korean woman (i.e., her reference to East Asian cultural values)
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and her identity as a cancer survivor (i.e., having faced the threat of death due to cancer)
intersected to contribute to her imagined future event of making amends and visiting her family.
Theme 2: Health-Related Worries Interfere when I Imagine the Future
While richly imagined futures were frequently offered, the interfering nature of repetitive
thoughts about cancer was evident as well. For example, at least one participant observed the
interfering nature of such thoughts in her response, quoted below. In between rich depictions of
her life in forty years from now and her son’s graduation ceremony, she noted how “those type
of thoughts” could interrupt before the interviewer ultimately redirected her:
“I’m looking forward to seeing my son graduate college in the next three years. I’m
looking forward to seeing what career path he’s going to be doing. I’m looking forward
to seeing him just living life and traveling. And for myself, it’s all like up and down
because there are moments where I have negative thoughts, where like is cancer gonna
come back, am I going to be able to return at least normal life where you’re not thinking
about cancer? If I don’t have those type of thoughts, I see myself returning to work and
meeting like really cool, nice people, genuinely nice people—and I say “genuinely” with
caps. [laughs] Forty years from now, like sitting in my house that I own fully, that I’m
not paying mortgage, relaxing and just looking outside at my porch and seeing the pretty
trees grow and turn colors with the different seasons, seeing the clouds just going by and
literally like no worries in sight. That’s 40 years from now. [laughs] Q: All right, so I’m
going to pick three of these specific events. I’m going to start with your son graduating
college. Can you tell me what the day will be like when you’re at the ceremony? Just
describe it to me. 0714: Oh man. Well, I hope I’m not crying. [laughs] I think I will be.
But I hope I’m not crying. But I pray for a sunny, beautiful warm day with a nice breeze.
He’s looking handsome in his cap and gown. It’s my mother and my father that’s around
to see him graduate. I mean, I pray for his, his father to be around too, but I don’t know
[laughs] about that. Everyone’s healthy and taking in this beautiful memory of seeing a
young Black man walk past the stage and getting his, his degree, his bachelors degree. So
that’s how I see that day…And then a nice, fun party. [laughs] (0714D, Age 40,
Woman)”
When asked to imagine specific events in the future, most participants spontaneously
described how they refrain from or restrict planning for the future, due to worries about cancer
recurring or late effects of treatment holding them back from their goals.
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This phenomenon was consistent with hypotheses and appeared to follow four
subthemes: (1) that planning for the future was shaped by the extent of health-related
information, (2) that it was important not to become ‘overconfident’ and plan too far ahead in the
future without assurances that cancer would not return, but that there was also pressure to make
up for lost time due to cancer; (3) that inhibition in future-related thinking was especially
stymieing for a young adult, who has a lot more to plan for than an older adult might; (4) that
planning for death was a practical necessity and also anxiety-inducing.
Subtheme 1: Don’t plan until the scan: Planning for the short-term only. Many
participants described the thoughts that arise when they make plans for life ahead, including
seizing upon an active coping strategy characterized by focusing on the present moment and
avoiding past- or future-related thoughts, using health scans as anchors for timeframes of
perceived safety, and noticing the instinct to refrain from planning too far ahead in the future, in
order to preserve oneself from the emotional pain of not being able to live out one’s plans. Some
examples are below:
“I actually don’t think about my life too far ahead anymore…I wrote a poem when
I…had my first remission, and it was titled, I Look at the Ground Now, and it was very
much, like, it was scary to, like, look too far ahead into, like, a horizon, like, I just could
only focus on what was in my immediate vicinity, like, I just wanted to focus on what
was in front of my feet. And with time, like, my ability to think ahead or plan ahead has
improved…when I was going through treatment, I lived week to week, because I was so
ill, and it just felt like I was always in the hospital, I was sort of always facing
mortality…I went from that to getting to a place of more stability, where I was able to,
like, plan a month in advance and then three months in advance, and, like, now I feel like
I’m at a point where I can really, like—like, legit, legitimately make plans probably six
months in advance, maybe that’s a stretch… [laughs] And I think it corresponds with,
like, those are the frequency of my oncology visits…I’m currently in the process of
trying to, like, be comfortable growing as, like, a person, just, like, I don’t know, having
big dreams again and, like, wanting to do things. I do have a kind of like sense hanging
over me all the time that, like, my life expectancy is probably short, whether that’s, like,
I’m—due to the massive amounts of chemicals and radiation in my body, like, I’m just,
you know, at risk for kind of a lot of different things as I get older, but even just the risk
of recurrence, and so it feels—it feels scary to, like, really think or plan ahead too far,
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because, I don’t know, it feels like at any time it could come back, so. So yeah, I spend a
lot of time…like, feeling, like, afraid to grow too big in my life and environment, because
I—it feels like it would be really devastating to have to shrink back down again.” (7530L,
Age 32, Woman)
“My dad called me to try to plan a vacation for like next year. And I was like, “I, I can’t
plan that. I don’t know what my health is going to be like.” You know, so it kind of takes
me back to, “Well, what if my cancer does come back? What if my—” you know, that
kind of creeps up in the, the mind frame…So I find myself kind of still living in that
world of I don’t know if we’ll be able to enjoy those moments because I just don’t know
where we’ll be at that point, right? I don’t know where I’ll be health-wise at that point.
And I hope, knock on wood, you know, everything is good but I’m really living kind of
in like six-month timeframes. [laughs] And you know until the next scan, until the next
thing. So you know that is kind of always in the back of my mind of is that going, is the
wedding party going to happen? Are some of these things going to be able to happen?
Because I just don’t know where my health is going to be really ever.” (0242A, Age 31,
Woman)
“We kind of live life in three-months buckets. The first two months are super-easy, and
then as my scans and bloodwork, you know, come closer, it’s—I start getting anxiety,
and I kind of, you know, everybody can kind of see that. But just, my last scan,
everything was clean, and so now we moved into the six-month bucket, you know what I
mean? So now it can extend our—our freedom for a little bit longer. So that was a really
big relief. Granted, there are still certain things that I feel with my body and that—that
makes me second-guess a lot of things, but again, that’s a day-to-day situation that just—
just with time, I—I hope heals, and the people I’ve talked to say it does. I mean, you
know, we always say “time heals all wounds,” and it typically does, and I hope it does in
this sense, so.” (8385J, Age 37, Man)
“I think I’m at two or three weeks since that, that last round of tests. Hopefully this
feeling stays, that I feel more confident after that, after this, this last round of maybe I am
in the clear… This the first set of scans where I really [pause] started feeling that
confidence a little bit. [sighs] You know, I, I, I, I’m hopeful—you know, I, I think the
five-year mark is always what’s kind of used as this is where you can really start to, to
think that you’re good. I’m starting to feel that confidence now because with my first
recurrence, it was quite quick after the first treatment had ended. … I think in the back of
my head now, like not even just with my current cancer, but like is another cancer going
to happen to me, like is there something about me that’s predisposed to, you know, like
will I get breast cancer, will I get skin cancer? You know, I think that there is those types
of worries that [sighs] were not as in the forefront of my head [laughs] prior to being
diagnosed with, with cancer that now are like any ache or change in my body makes me
think what is this? So yeah, I, I do think like that’s one aspect that I, that I definitely
struggle with is the, the future thinking without the what if question as part of the [pause]
planning process.” [laughs] (3593H, Age 40, Woman)
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Subtheme 2: Not too fast… Not too slow: the paradox of future-planning for YAs.
Participants also described the central conundrum they face in planning for the future: that if they
consider recurrence of cancer to be impending, they should accomplish as much as possible
before doing so; but that if cancer comes, it would be irresponsible or damaging to make longterm commitments such as taking a loan or adopting a child.
“I will say future thoughts are kind of new for me. I would say maybe in the last year or
so, because I was very stuck on, ‘Maybe there won’t be a future’…to be perfectly honest,
there are definitely times when I picture my future, like, the opposite way, where—like,
recently I had a—I found a new lump and there was a scan, and so, like, that waiting
period between the doctor coming in and being like, “It’s okay,” I can replay that in my
mind for the future, like, to a huge extent. So I picture that…having to tell my parents—
well, my dad, my husband, that the cancer is back. I—that’s another not-so-pleasant
future thought… it’s really sadness when I think about the two alternatives, like, I get all
these options and get to adopt and finish my Master’s, and then it’s just like, the other
thoughts are just—it’s heartbreaking, like, you don’t see yourself doing any of that… My
husband and I really started looking into adoption and fostering, and every time I would
start thinking about it, I was like, we have to wait…It just kind of plagues me a little bit,
where if—if we adopt and I get cancer, the most likely, like, it will be metastatic cancer,
so there’s not, like, a happy ending there…So sometimes I do feel like maybe we should
just wait, and then other times, that other part of me that’s like, “You need to start
everything now, what if you don’t have the time?” Like—so it’s two conflicting things
happening.” (9220H, Age 35, Woman)
“I mean, cancer just colors, colors everything and I feel a lot more—or lot less certainty
about the idea of doing foster care because the recurrence rate of my type of liver cancer
is pretty high and I would just like absolutely hate to add more trauma and tragedy
[laughs] to the lives of, of kids that have already experienced so much trauma and
tragedy. And having a caregiver be sick is, is not fun, and so there’s [pause]—there, I
have some [pause]—it used to be more like excitement and anticipation in thinking about
that and now it definitely has shifted more to feeling a sense of anxiety and, you know, if
cancer recurs, you just absolutely never know when that’s going to happen, but I
definitely want to have quite a few more years of NED like behind me before considering
that, whereas like before, that wasn’t part of the timeline…I feel like I don’t really think
about the future very much. Just because it doesn’t seem worth my time. [pause] Because
if I’ve learned anything in the last two years, it’s just that like I have absolutely no idea
what’s gonna happen. So I, I don’t really try to make future plans very much.” (4328M,
Age 28, Woman)
“It is a constant fear that you’re going to relapse… And I can’t plan the future because
you don’t know what’s going to happen… And so my fear is that I’m going to commit to
something, like writing my book or even—even signing the lease on my apartment, you
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know? And the bottom’s going to fall out because I’m going to get cancer again, or
there’s going to be a pandemic…And it’s the same thing, like I really want to go back to
school for psychology. What if I get cancer again? Am I going to take out these loans and
like—you know what I mean, like who’s going to cosign for me? …And so like my
cancer and the financial burden of it factors into every fucking future financial decision
that I even think about making because what if it happens again? How are we going to
afford that? …Cancer factors into every possible move that I make my future, or every
move I don’t feel comfortable making in my future because we just don’t have that kind
of money for me to get cancer again, you know what I mean? And then the fear of what
happens—since mine was genetic, what happens if my sister get it, what happens if my
parents get it? It’s just that constant feeling of dread that cancer is going to come back in
some way, shape or form and it’s going to f*** us…that’s the fear and that’s the price of
a future when you’re a cancer survivor.” (1334M, Age 36, Woman)
These quotations, and others similar to them, do not simply indicate cognitive avoidance
of thinking about the future; instead, they suggest careful thought about the drawbacks of setting
future plans. Avoiding plans for the future may therefore be considered an approach-oriented
strategy, as it entails reckoning with the emotional challenges of cancer recurrence.
Subtheme 3: I’m too young to think about this for the rest of my life… “Young and
able-bodied.” A few participants referenced how incompatible their restrictions on futureplanning are with their young adult age, and how they might think of, and be at elevated risk for,
recurrence for the majority of their lifespans.
“Breast cancer cells like to hide in the bone marrow, you know, it can be reactivated, you
know, and then, you know, even after ten years, fifteen years, breast cancer can come
back. And this is a hard thing to deal with for a younger, you know, cancer patient. If I
were 70, you know, I can live up to 80 and then, whatever. But you know, I’m only—I
got diagnosed when I just turned 30. And so I’m—how long do I have to worry about
that, you know? And if my cancer comes back, and you know, what—what about all the
things I used to enjoy that I really put so much effort on, and you know, it’s—and then I
feel like it does—like—I don’t know, how do I say that, just like—what—what’s the
point? Yeah, that’s the word. What’s the point of living? That kind of feeling, you know.
I keep coming to that when I hear my friends are—you know, some of my friends died,
or those people who got trained as a breast cancer advocacy, you know, they get
diagnosed with a, you know, metastatic breast disease, so that’s when I keep getting—
getting those triggers. Or it’s almost like a PTSD, so it’s really hard for me to deal with.”
(6206J, Age 36, Woman)
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“When [husband] and I decided to start trying for a family, I was scared about the future
like, you know, what if we have this little baby and my cancer comes back....for my
situation, given a good prognosis from my doctors and, you know, if it comes back, these
are the things that we’ll do and—it was important for me to think about how much life I
still have ahead of me…and go for it, I guess. I mean, not to live in the fear of the cancer
coming back, but—I mean, if they gave me like a five-year prognosis, then we may have
weighed things differently and decided to not have a baby. But given, you know, as much
time—like they—they talk about 20 or 30 or longer years before it might come back. So,
you know, we’re talking about a long time. I knew I couldn’t live just kind of waiting for
it to come back.” (2592H, Age 31, Woman)
“Knowing that I’m high risk for a second occurrence in my lifetime and feeling that I
don’t always get the luck of the draw [laughs] in the first place, especially since I was the
first person in the family with cancer, at a young age as well, I just kind of always assume
that [recurrence is] going to happen and that [pause] there’ll be a lot of tears, and that I
will have to—I think it’ll change how [crying] [Partner] and I interact together, because if
it’s while he’s still young and able bodied versus, you know, if we’re older [laughs] and
what my body is able to do at that time and having those discussions of what I’d be
willing to go through again, could my body handle it again? Are we at retirement age
where we can actually make all the appointments? And I’ve had a lot of complications
with that with my day job, so would we be able to actually attend the appointments
without conflict and not worry about job loss or financial loss or [pause] work retaliation
[laughs]—I’m trying to think of the ways to, to put that. …And hoping that it’s not until
we’re much older, but [pause] not feeling like—I personally feel like it’s gonna be before
I’m 50. It’s just one of those things that I have in my mind that I can see before I’m 50,
before I get to retire and enjoy, that I’ll have to make a hard life decision, so does it
impact my siblings, does it impact, you know, possibly, if we’re married, my
husband…As a general statement, I think I’ve just lost confidence about different life
decisions or about where I can go.” (4362A, Age 38, Woman)
Some of these participants were also characterized by a “not if, but when” mindset of
recurrence; to some extent, they appear to be planning for life ahead with an expectation of
recurrence.
Subtheme 4: Fatalism: future plans and death. For some participants, imagining the
future implicitly or explicitly entailed planning for death. A fatalistic attitude accompanied these
responses:
“I don’t really think about the future very much. Just because it doesn’t seem worth my
time. Because if I’ve learned anything in the last two years, it’s just that like I have
absolutely no idea what’s gonna happen. So I, I don’t really try to make future plans very
much…I think a lot of it is like that sort of feeling of like you can’t be let down by
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something that you don’t anticipate to happen in the first place, right? Like, I would love
to be able to do things, but since there’s so much uncertainty, like I don’t wanna get
excited about it…I’ve always had like mental health difficulties, like depression, anxiety
stuff throughout my whole entire life, but that has like definitely gotten worse because of
cancer. And then some like added lovely medical PTSD, right, which is even [laughs]—
great. And so I do think that, that I’m, I’m able to manage that a lot better now than I
have been before, but I do think that that gets in the way of—less like tangible things like
traveling or graduating or going home or whatever and more of like [pause] relationship
building and like deepening that, feeling afraid to make new close friendships. Like
what’s the point of making new close friendships if I’m maybe gonna die in the next
couple of years?” (4328M, Age 28, Woman)
“My very, very loose reading, it seems like the possibility of having a second cancer is
higher after having a first one. So I feel like my time with, with cancer is not over. I feel
like I’ll probably deal with it again. Even if it’s in old age, I feel like I’ll probably have
some other kind… [My fiancé] was worried about like the wedding venue and it being
expensive and she said you only get married once and I made a joke and I said you’ll,
you might get married twice…”(5575S, Age 28, Man)
“It’s like kinda morbid, but I didn’t wanna put any money into my retirement account
until I knew that it would go somewhere if something happened.” (5697H, Age 25,
Woman)
“I do think about, like my own mortality a lot more than I ever used to. Because I think
[pause], you know, you’d have to be like a very anxious person to have that factor into
your brain when you’re in my age group or whatever. Like you — that doesn’t really
factor in your long term plans. [laughs] But for me, it’s very much front of mind...”
(3163S, Age 39, Woman)
“The further I get from my diagnosis, I feel like it’s kind of just a ticking time
bomb…Because it’s—I’m incurable. So it’s just… living in the present and trying to be a
good mom today and—and knowing that they know that I love them and, and I try to,
you know, be there for them and do my best…five years from now, it’s almost like I
don’t—I don’t want to plan. I don’t want to—because I just don’t want to get ahead of
myself, you know? I guess I just try not to plan… I’ll plan a year in the future and then
like that’s it. I don’t want to look past that…. it’s all like with that mindset of, okay, I’m
going to plan like worst case scenario and be okay with that. And so just making sure my
family is going to be okay as best as I possibly can and control what I can control as best
as I possibly can so that it makes things just easier on them as much as possible…you try
not to take for granted like the little things that you have, like a birthday, I feel like I’m
still working on [laughs] like letting go of any sort of expectation that like, yeah, that I
will be around for certain milestones and stuff. I feel like I don’t want to get my hopes
up, you know what I mean? (5685K, Age 30, Woman)

75

For these participants and others with similar responses, thinking about the future means
accommodating the prospect of death due to cancer recurrence. As indicated here, these
considerations are prominent when making binding decisions and in relating to other people.
Theme 3: Accommodating Shifts in Plans and Goals
By asking participants about events they anticipated would happen in the future, we
tapped in to goals and plans they had set or imagined for the future. The two quotations below,
both from the same participant, exemplify how enduring cancer as a young adult can inform
setting goals and plans in myriad ways: by making salient how precious reaching milestones
such as marriage can be, by leading to a sense of “running behind” on milestones compared to
same-age peers, and by motivating one to live well.
“I do have a serious boyfriend right now, but nothing certain, but just knowing that I get
to do that…one thing that you think about whenever you’re, like, terminally sick,
especially because they didn’t think that I was going to be able to find a match [for
transplant], they—they kind of prepared me, they did grief counseling with me, they kind
of prepared me for the absolute worst situation. And so one of those things that, like,
passes through your head is, “I’m never going to be able to walk down the aisle. I’m
never going to wear a white dress. I’m never going to get to know the love of my life,
because I haven’t had the chance to.” (7940B, Age 25, Woman)
“People I graduated high school with, they already have their college degrees, they’ve
already got their dream jobs, I’m still running behind, because my life was kind of put on
hold for a year and a half… There’s that thought of, ‘I’m not where I wanted to be.’…
And so I can’t wait till the day that I graduate, and I have that certificate in my hand, and
I can be like, “Okay, no matter what, I beat cancer, I did this…and it’s physically in my
hand, I have it, and my future’s brighter because of it.” Because that’s—that’s all I want
is a bright future. That’s really—I—I was given a second chance, and so I see it as, I need
to live up to it, I need to take it as much as I can and like every day to the absolute fullest,
as cliché as that sounds.” (7940B, Age 25, Woman)
Three subthemes were identified in this area: (1) outcome-oriented goals, based on an
achievement one sought or a milestone to be reached; (2) process-oriented goals, related to one’s
approach to life and goal pursuit; (3) the influence of cancer on the process of setting and
pursuing goals.
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Subtheme 1: Outcome goals: What I plan for. Participants named a wide range of
goals. Some were seemingly unrelated to cancer and emblematic of young adult age, while
others were oriented around minimizing or reducing cancer’s impact or making up for lost time
due to cancer.
Goals related directly to cancer included: raising awareness and participating in research
on cancer, writing a book about cancer, and celebrating the end of oral chemotherapy.
Goals that were adjusted due to cancer, or otherwise indirectly related or attributed to
cancer, included: moving closer to family or visiting family more, fostering children, reaching a
milestone birthday (e.g., 30, 32, 40), engaging more in sexual intimacy, improving nutrition,
exercising more, traveling more (post-cancer and post-COVID), keeping health insurance,
choosing a career that one felt passion for, and moving out of parents’ house.
Goals unrelated to cancer included: completing college applications or graduate
programs, building a business, partnership, or professional skills, buying a house, paying off
mortgage, getting married, and attending a college reunion.
Subtheme 2: Process goals: How I approach my life.
“I think it was just that kind of mortality wakeup call…when I found out [I would need
chemotherapy] I was just, it was like the most crushing, that was probably the most
crushing experience of it all, just that kind of like rollercoaster and the plot twist and like
we discussed like, what, what is the goal? Like always having a goal or an end sight is
something that’s good and so I was like, “More time. That’s all I care about. It’s just
more time with you for us to do stuff.” Like not just sit at our desks and crunch 9:00 to
5:00 but just like live. [laughs] Get out there and do kayaking, you know, the things we
like, go to coffee shops, stuff like that.” (3273M, Age 39, Woman)
“I just have been really trying to give myself some slack on the days that aren’t great,
because I have to remember just how much my body’s been through, and some days are
obviously more frustrating than others.” (0242A, Woman, Age 31)
As exemplified by the quotations above, many young survivors described how going
through cancer had shifted their orientation to their goals and the nature of their goal pursuit.
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Some such process goals included being “in the moment,” feeling a sense of abundance,
prioritizing joy, “finishing what I start,” being more flexible and adaptable, regaining
independence, regaining identity, regaining intimacy in a relationship, dating partners who are
emotionally supportive, building and rebuilding relationships with parents, friends, and
colleagues, and providing children with memories instead of possessions. These process-oriented
goals reflected a series of values that had changed or evolved due to cancer.
Subtheme 3: Setting & pursuing goals is different for me now. Perhaps as a
downstream outcome of the ambivalence regarding future planning noted in this sample, a few
participants described difficulty or reluctance to set specific goals for the future. One participant,
who had experiences with peer group goal-setting prior to cancer, described how the process of
setting goals had changed in cancer survivorship and voiced an unmet need for support in setting
goals:
“Something that I struggled with, with cancer has been goal setting…I know I would find
it helpful, and I don’t know if others would as well, but I anticipate that quite a few
would, to have someone to talk about with [pause], maybe it’s personal goals, maybe it’s
professional, maybe it’s post-treatment goals… I think I miss having that gusto [laughs]
behind it, and I’m sure others could use a little bit of a, a nudge, even if it is just coaching
for what does the future look like medically, or making sure that you’re set up and
prepared for later in life things that you might think about but—like financial planning’s
gonna be a little bit different [laughs] if you’re—could possibly have a second
recurrence, or making sure your plans are in order and all of that kind of stuff. So I think
those are portions of goal planning, but that’s a broad—a broad topic, I think and a
service that I wish was available.” (4362A, Age 38, Woman)
In describing his goals, this participant names some health-related goals and
responsibilities which are specific to young adult cancer survivorship. This suggests that
although his unmet need for support in setting goals was spurred by feeling like a misfit in his
prior peer group, there are specific goals in the cancer survivorship population (e.g., maintaining
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health insurance, financial planning, and others) that may warrant tailored goal-setting support
for this group.
Theme 4: Motivational Impact of Health-Related Anxiety and Fear of Recurrence
Fear of recurrence of cancer was described by every participant, and arose repeatedly
over the course of almost every interview, most often without the interviewer’s prompting. When
asked to imagine the future, participants often explained that the prospect of recurrence increased
their motivation towards or away from behaviors related to physical and mental health.
Subthemes included (1) responses to the mental-health impact of health worries (i.e., anxiety);
(2) motivation towards specific health-related behaviors such as nutrition or exercise; (3)
strategies to cope with fear of recurrence. Below are some representative examples of fear of
recurrence.
First, participants described how everyday experiences can remind them of the possibility
of recurrence:
“I guess it’s every time I have a medical interaction. So whether it’s paying medical bills,
getting a reminder notice that I have an appointment [laughs]. I have at least minimum
monthly medical appointments where I have to go in person. Plus scans and if I’m having
a really bad day—I have neuropathy in feet from the chemo, so if it’s a really bad day, I
go straight there. [laughs] It’s not all the time. But there’s days where, you know, you
just, ugh, my feet really hurt and it’s because of stupid cancer and—you know, depends
on your mood on those days. But at minimum, whenever I have some sort of a medical
interaction because it’s always a concern of, well, what’s my blood work gonna say,
what’s my scan gonna say, what’s my doctor gonna say?” [laughs] (4362A, Age 38,
Woman)
“I just walked into the doctor, to the ER and—[crying] that’s how I found out [that I had
cancer], so that’s, that would be on every person’s mind again. You know, you have
headaches, and you go to the doctor and you find out you got a brain tumor. You, you
don’t feel like you have a lot of energy like you usually do, you go to the doctor, you find
out you have cancer…Every single time you get a pain anywhere in your body, that’s like
the first thing that pops in your head. First thing. It’s never no, ouch, did I hurt myself,
did I hit my arm here. It’s like the first thing you think about is that…You just don’t
know what’s gonna hit you tomorrow. Like you’re fine today, but when you wake up in
the morning tomorrow, like what is going to be—and I hate thinking negative like this
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but I told my therapist, I was like I could think positive every day. I could wake up in the
morning and say I’m gonna have a good day, but there’s like that little tiny little voice,
and it’s very light. It’s not a heavy voice. It doesn’t overtake your thoughts. It’s always a
what if. So I hate that little voice, and it’s quiet, like but it, it—I just hate having that
thought, you know? [laughs] (0714D, Age 40, Woman)
Next, a participant describes how pregnancy symptoms and fear of recurrence are similar,
without the possibility of a scan for reassurance. She describes how her worries about cancer
recurrence have heightened in the absence of scans, and shows how her image of the future,
including childbirth, is integrated with her seeking reassurance that her cancer has not recurred
while pregnant:
“I feel fine, and I know the baby’s fine, but, like, because I’m pregnant, I also can’t get
scanned for, like, my PET scans, which should happen every three months…We’ve
talked a lot about, like, the baby will be born in October, and, like, maybe that means I
can get, like, a PET scan in November or December. And like—and it’s crazy that, like,
of course I’m looking forward to, like, the birth of my son and, like, whatever, and, like,
it’s going to be beautiful and, like, we’re going to love it, and then I’m like, “Get me into
a PET scan, like, I want to, like, have that information to move forward,” ….I think
cancer, like, of course is in these thoughts, because it’s like, “Well, I just want to know
that I’m okay.” [LAUGHS] You know, and like—you know, I’m sure many cancer
patients have a very love-hate relationship with their oncologist…you know, like,
pregnancy symptoms are very similar to cancer systems of, like, being tired and
whatever, so that’s fun.” (5641E, Age 37, Woman)
For young adult female survivors who maintain their fertility despite cancer and treatment,
becoming pregnant was a time-sensitive decision based on balancing fears of recurrence, time
since active treatment, and the possibility of medical menopause followed by natural menopause.
Other participants described anxiety in the lead-up to medical scans, that “every little ache seems
like it’s something cancerous,” and that they worried that health providers were “missing
something” because they assumed that young adult patients would “bounce back” due to their
youth and relatively healthful appearances.
Subtheme 1: I can’t predict or control my health in the future. Participants described
the struggle to tolerate the uncertainty of life after cancer, including the negative mental health
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impact of fear of recurrence. Many of their comments about the future depict a struggle to
predict or control cancer recurrence, alongside the knowledge that recurrence is unpredictable
and uncontrollable. They describe the resulting distress and helplessness of accepting moderate
risk.
For the participant below, fears of recurrence mean ‘reliving’ the time of his diagnosis:
Even if it isn’t cancer, if it’s, you know, like, just because of like how kind of messed up
chemo kind of made me…something I get kind of paranoid about is like my appetite is
kind of messed up because of everything and obviously like a really big symptom of
cancer is losing weight all of a sudden. So on those days I don’t eat as much and then I
realize I’m losing weight, I get like terrified like, “Oh God, what if it’s back?” Even
though I know it’s just because I don’t eat food. [laughs] It’s like, it’s a, a silly little thing
but it’s always kind of like the way your kind of heart falls into the floor when you’re
like, “Oh shit, I lost five pounds in like a week.” And it’s like, “What did I do? Is it
back?” Even though I know that it’s just because I’ve like barely eaten. That just didn’t
come to my head and it’s kind of like reliving the thought of diagnosis all over again. It’s
like, it’s a small thing but it emotionally affects me a lot when it happens, I guess.
Otherwise, habit-wise, I never really like I don’t know like I didn’t, like I’ve, I’ve been
drunk before like I don’t know, like stupid things like that, like I tried weed a couple
times, like I’m not like, I’m not like a smoker or anything like that. I’m pretty careful
with that. I feel like anywhere where I can avoid my own chances of developing just a
tumor somewhere else because God’s feeling spicy, I’d like to avoid that. (5937R, Age
19, Man)
A participant who recently completed her doctoral degree and secured a faculty position
described her challenges in “controlling” her schedule, which she experiences more acutely than
existential concerns of stage IV cancer:
Obviously, with the stage IV diagnosis, there is always—part of that anxiety is always
[pause] the—I mean, the, the, the official [laughs] stage IV survival rate for colorectal
cancer is 14%. [pause] So that’s a part of it. But, to me—like and, and I don’t know if
it’s, it’s because I psychologically like don’t want that to be the forefront of what’s
driving my anxiety, like I don’t dwell on that part of it as much…—to me, it, the anxiety
is always more around the what happens with everything else than it is with the what is
the treatment going to be [pause] because just of the like I, I just, I love to schedule things
out. It’s that anxiety, like it’s that loss of control more so than it is the what does it mean
to be a stage IV cancer patient or, or like the reality of having cancer. Like it’s the control
part that I, that I struggle with…in an ideal world, it’s—I’d get myself to a place and, and
I’m past the diagnosis and, and the treatment enough—like any time I’m planning
anything that happens after the next scan [laughs], there is so much anxiety around that,
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around like am I gonna have to cancel this, you know, is, will this actually happened?...I
think that there is those types of worries that [sighs] were not as in the forefront of my
head [laughs] prior to being diagnosed with, with cancer that now are like any ache or
change in my body makes me think what is this? So yeah, I, I do think like that’s one
aspect that I, that I definitely struggle with is the, the future thinking without the “what
if” question as part of the [pause] planning process. [laughs] (3593H, Age 40, Woman)
For this participant, hypervigilance to cues of recurrence contribute to difficulty planning
the future, and to feelings of self-pity and motivation to distract from the prospect of recurrence:
“Now every little headache [laughs], every little everything makes me think it’s either
cancer or, or a heart attack, or am I having a stroke or like — it’s always fatalistic
now…it’s really hard to plan for the future, really. Like it just seems very hypothetical
right now. And so like I mean, I try not to let it like dominate my life. But it, it — [sighs]
it almost, like it, it’s almost even like I can’t even think about the future. It almost makes
me reframe my mind so that it, it’s so centered on like right now. Which is always — that
doesn’t mean that I’m like a super go-getter right now. Like I spend a lot of time just
sitting around feeling sorry for myself [laughs] or like, like I said, going down rabbit
holes on my phone or like numbing myself out because I’d rather not think about things
that might be scary or uncomfortable.” (3163S, Age 39, Woman)
Similarly, this participant, who was also pregnant when interviewed, describes the
struggle to cope with overwhelming negative intrusive thoughts about recurrence, the sense that
she had more “control” over cancer during her active treatment:
“I used to have really bad days where I would let, the fear would overwhelm me. I could
barely get out of bed. I, I wasn’t good to be around anybody. Everything was doom and
gloom. Everything was foreshadowing of, of really bad things. It could be something as
small as like a song on the radio about a mother dying before she gets to see her kids
walk down the aisle… when you’re faced with your, your own mortality, that becomes
like ‘that could have been me.’ That still could be me at some point and that’s terrifying.
And it’s not something that you can control. Like I can, I could be brave in the hospital
all you want and say like, “Yeah let’s, let’s do the treatment. Let’s do this. I’m good. I’m
game. Let’s do whatever you want.” But at the end of the day, it’s not something I have
any control over. I have no control over how my body reacts. I have no control over
whether medication works or not. I have no control over whether this cancer comes back.
And that is the most terrifying thing is the lack of control. And that’s what I still struggle
with. Now it’s not as bad, now we’re about two years out of transplants. So it’s gotten
easier. But I still have those days where I have to actively pull myself out of feeling like
I’m sliding down into where I was before…I don’t know how to handle it still. I don’t
know, like because those are completely different types of fears, because they’re not
impacting I mean, they’re impacting me but at the same time, it’s, it’s not just me that
they’re impacting. Those fears are what if something happens to [my unborn daughter]?
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What if something happens that I can’t, I can’t protect her from and it’s more than just
me on the line at that point. And that’s what, I’m, I’m not really sure even know how to
pull myself out of that dark place if I get to it because until I see her and she’s fine and
we go you know a long period of time without her having any issues, I might end up
getting complacent. And then we’re going to have that issue where I know it already, I’m
going to get complacent and then out of the blue something will happen it’s like, “You’ve
been complacent all this time, but should you have been? Is there something that you
should be doing to prepare for something else down the road? Are you where you should
be? Is she where she should be? Does she know everything she needs to know to protect
herself?” So yeah, a lot of unknowns unfortunately. (0762G, Age 34, Woman)
Of note, with her comments about “getting complacent,” this participant seems to be
alluding to an untested assumption that her anxious thoughts about recurrence are keeping her
safe.
Subtheme 2: I am motivated by my fear of recurrence. For some participants, the
prospect of recurrence motivated proactive and preventive approaches to health, household,
occupational, and relationship management. Some representative examples are below.
Although many participants noted that they did not have behavioral contributors to the
origin of their cancer, some described lifestyle modification following cancer. Motivation for
doing so was described as efforts to mitigate late effects, reduce the risk of secondary illness
(e.g., a testicular cancer survivor stated that his treatment raised his risk of heart disease, and he
stated that in response, “I don’t eat a ton of salad, but I do eat more salad than I used to.”).
“Cancer taught me that, nothing is guaranteed, you can’t predict the future…. It could
come back and that would completely change whatever plans I have... So it’s, it’s, it’s
kind of hard for me to think about the future I guess, because I just, I keep it like really
important inside me that you can’t predict what’s going to happen. It’s also—it’s also like
a health/wellness thing that I don’t wanna forget about it because when I found out I had
cancer, I was, I was obese, and I was not living a very healthy life. And cancer kind of
inspired me to dedicate more to my health and wellness. Because you know, different
aspects of my lifestyle, mainly my weight, could have impacted what caused me to get
cancer. There’s really no telling for sure. But a lot can contribute, so. I lost like 80
pounds after having cancer and I, I want to [drops 0:26:35.6] my health. Especially these
past few months, I’ve kinda been struggling again a little bit and I’ve been making some,
you know, not the healthiest choices and [pause] I do keep reminding myself that it’s
important to take care of my health.” (4746J, Age 35, Woman)
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“As I get further down [in weight] towards where I want to be, it’s like the cancer’s less
looking over my shoulder…it feels like I can distance [cancer] farther, because it’s not in
my face all the time…like every time I look in the mirror, I’m not seeing who I was when
it got diagnosed and …when I went into transplant. I’m a different person physically and
mentally, and that’s good.” (0762G, Woman, Age 34)
"I’m going to have to find other ways to remain physically healthy with this constantly
lurking fear that like what if it comes back? […] It was just such a traumatic kind of thing
that I’m very fortunate I can still speak this clearly and I mean there’s a lot of different
results that tongue cancer yields. I was a 29-year-old who got tongue cancer with no
known cause and so I think about recurrence of it …and I’m like… “I only have 55% of a
tongue, like leave me alone! I, I’m done.” …I mean when I think about the future, like
that, that stuff is always there and I just, I don’t know. So I, I like to think that I’m doing
about as well as I could right now. But it’s, it’s always something that I think will be
present and like actively considered…I will always have dry mouth, period. And I am 30
years old. And it’s very likely that my teeth are going to start falling out of my face
because that happens with radiation. So I try to take good care of my teeth but I took
good care of my mouth before and I still got tongue cancer. So you know so I, I think
about all of that kind of stuff. Semiregularly, too.” (6513K, Age 32, Woman)
However, not every participant described motivation to improve or maintain lifestyle
behaviors. A few participants stated that surviving cancer had no appreciable impact on their
health behaviors, and one participant explained that her fatalistic thoughts (perhaps
counterintuitively) demotivate her from maintaining her health:
“Not only did cancer like give me this existential dread, but it also like made it hard and
impossible to eat anything. Like I find myself going most of the day trying to eat as little
as possible so I don’t get nauseous like during work days until I get home, so that when I
do eat, I’m at least in the comfort of my own home to like be nauseous. So, so it, it has
changed a lot of my health behaviors, but not necessarily in the way that I would expect,
if that makes sense. Like I kind of expected to be, to feel so motivated to be healthier,
right? Like I survived cancer, so now I’m gonna like become a runner and I’m gonna eat
kale all the time and I’m like gonna take really good of this, care of this body because I
like have this second chance, and it’s just like, I’m not feeling that whatsoever. I just
wanna lay on the couch and eat pizza all day. And sometimes I do. Yeah. Who the f**k
cares because I’m gonna die soon anyway, so it’s whatever.” [laughs] (4328M, Age 28,
Woman)
Some survivors described how their motivation towards life goals had improved due to
surviving cancer and living with fear of recurrence. This may be one of the ways in which they
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intentionally make meaning out of surviving cancer, or integrate their cancer survivor identity
with their personal identity. For example, here one participant describes how being “mostly
healthy” motivated him to pursue a purposeful life:
[Before cancer] “I didn’t really want to have a future. I wanted to couch surf with my
friends and then go to Burning Man. And you know just kind of mess around and kind of,
as I kind of like had to go through the whole you know, treatment thing it kind of made
me like value actually being at least in some way a productive member [small laugh] of
society because, not because I want to like you know just have a role in life but I love the
feeling of purpose and I didn’t have that before. Now I feel kind of like extra grateful to
even have kind of a place here because if I had not like seen a doctor, I probably would
have gotten worse and died. So like [small laugh] the fact that I’m able to be like a living,
breathing, mostly healthy person now is really important to me and I want to be able to
kind of make the most of my time.” (5937R, Age 19, Woman)
Another participant described how thoughts of her death motivated her and her partner to
do “adulting stuff” such as entering a living will:
“Most people with my diagnosis are like 70-something. So the survival rate is not as long
as you’d like, but there’s no clear connection if it’s the cancer… But yeah, that’s
definitely in the back of my brain too, is like how do I deal with death, like how do I
prepare myself that like it could come sooner than any of us want…the sooner we can all
kind of like wrestle with it a little bit in our brain, like the better off we’ll be. Like no one
wants to find out like they have a week to live and have to process that in a week. Like if
you can start to process things, like I think it puts you more at peace that no matter what
happens, you face these things, you know…we have our living will and, you know, we
designated caretakers for like our daughter and, you know, did all that adulting stuff that
you’re supposed to do. We have that in order... But God, like how depressing, like who
wants to talk about that. [laughs] But what is the good age to talk about that? Like I’m
sure 80-year-olds don’t want to talk about it.” [laughs] (0985T, Age 38, Woman)
A third participant describes how fear of recurrence put her future plans at stake, which
motivated her to try to reduce her stress and set more reasonable goals:
[My cancer is considered] indolent…So it’s always there but it’s generally slow growing.
However…it’s more likely for me since I’m so much younger at diagnosis to probably
see this. It can randomly transform, like without warning, to an aggressive kind. Which is
just crazy. Like you can just be living your life and then suddenly have the aggressive
kind and have to drop everything and like go through chemo. And generally, chemo is
successful. But the thought of having to pause everything again and like inherit like
medical debt again, and we—who knows where we’ll be in these remodeling/child plans
again and, you know, having to stop and like do this thing and be super sick. And that’s
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like very terrifying. So I probably end up putting more pressure on myself because I’m
thinking [raises voice] you gotta calm down, like be low stress or like you’ll wake the
beast—[returns to normal volume] that’s what people say sometimes, like wake the beast
and make him or her mad and you don’t wanna do that. So yeah, so it’s like always in the
background and that’s kind of my motivation to try and continue to—even though I’m
doing these ambitious things, like do it in a way that I haven’t done it before, which is
like incorporating [laughs] like mindfulness and, you know, trying not to bite off more
than I can chew and like do the things—like set reasonable goals and learn to say no,
damn it, sometimes. So, yeah. It’s good and bad. [laughs] (0985T, Age 38, Woman)
These responses reflect how cancer in young adulthood can advance the challenges that
most other individuals will face at a slower pace across their lifespan, including finding purpose
and meaning in life, considering mortality, and managing financial stress, parenting young
children, and household stressors - each of which are tangibly exacerbated by cancer.
Subtheme 3: Exploring strategies for coping with fear of recurrence and health
anxiety. Approximately one quarter of participants described using specific strategies to cope
with fear of recurrence and/or thoughts of death. However, the majority of participants explained
that they had not found useful strategies or helpful thoughts to mitigate the negative emotions
and restricted future planning that emerged from these fears of recurrence.
Commonly identified strategies included living in the moment without focusing on the
past or future, using religious beliefs to assuage fears, and putting plans in place for loved ones
who would be bereaved by the loss of the participants. A few examples are below:
“My religious beliefs were helpful, that, like, ‘Okay, if I’m not here, God will take care
of [my loved ones].’ Like, that was something that, like, brought me comfort but was still
something that I struggled with. But yeah, like, I never had that feeling of, like, ‘I’m
worried, I’m really scared, I don’t want to die, I’m scared of dying, I’m scared about
what will happen or, like, the unknown,’-- the sense of peace that I got, was that, like, ‘I
feel—I feel safe and okay with—with myself.’ [religious beliefs are] probably is the
one—the, like, number one thing that gives me comfort. And so yeah, I don’t know—I
don’t know what I would do without that. Like, I think that I would be a lot worse off
without those beliefs and without that comfort.” (7530L, Age 32, Woman)
“Watching my girls get married, that’s something that I definitely reflected a lot about
when I was going through treatment. I actually bought journals off of Amazon and I’ve
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been writing like a little bit here and there like major life, like, milestones…When they
have their birthdays I write little entries. Because I wanted them to have something from
me if the worst were to happen…I plan on giving them to them when they get married
but it was one of those things where it was like I have to make it to that point and what if
I don’t?” (0762G, Age 34, Woman)
Research Question 3: Collective Impacts of Cancer, Self-Evaluative Emotions, Futurethinking, and Health Worry on Relationship Functioning
Analytic Approach and Results
The final specific aim of this dissertation study was to identify how: (3A) the
psychological impact of cancer (e.g., personal identity as a cancer survivor) and cancer-related
self-evaluative emotions (e.g., guilt, shame) and (3B) future-oriented thinking and health-related
worries, may shape functioning in close relationships. I hypothesized that decision-making
regarding close relationships, and disclosure to loved ones regarding personal cancer history,
might illustrate how a relationship is functioning; in accordance with that hypothesis, questions
in the semi-structured interview to explored participants’ approach to current and anticipated
future relationships. This final research aim explores the impact of the prior two research
questions on interpersonal relationship functioning.
Inductive codes used in analysis of this research question were drawn from four families
of codes: (1) Psychological Impact of Cancer (PIC_FamilySignificantOthers; 33 participants, or
94%, addressed this code); (2) Self-evaluative Emotions (Guilt_LovedOnesRelationships,
Shame_Relationships, 10 participants (29%)) (3) Social Isolation (Social_Isolation_Values, 29
participants, (83%); Social_Isolation_Dating, 25 participants (69%);
Social_Isolation_ProtectiveBuffering, 24 participants, (69%); Social_Isolation_Fertility, 25
participants, (69%); Social_Isolation_DisclosingCancerWorry 32 participants, (91.4%), and
Social_Isolation_AskingforHelp, 25 participants, (69%)), and (4) Social Support, 35 participants
(97%).
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For research question 3A, I reviewed the psychological impact of cancer on relationships
as well as the role of self-evaluative emotions such as shame and guilt in close relationships. For
research question 3B, I reviewed the role of future-oriented thoughts and emotions, as well as
anxiety regarding health and worries related to cancer, in close relationships. In addition to these
deductive questions, I also discovered an exploratory finding regarding grief for a lost future,
consistent with the findings from Research Question 1, and relevant to both research questions
3A and 3B. This exploratory finding will be described under the heading of 3C.
Research Question 3A: How does Cancer’s Psychological Impact affect Close
Relationships? How do Self-Evaluative Emotions affect Close Relationships?
Theme 1: Psychological Impact of Cancer affects functioning in Close Relationships
In addition to the individual psychological impacts of cancer on survivors, described in
depth in Research Question 1, there were psychological impacts of cancer on identity and
functioning in close relationships. Four distinct subthemes were identified: (1) the role of identity
as a cancer survivor in close relationships, (2) impacts on intimacy and dating, (3) decisions and
experiences related to disclosing cancer’s impact to close others, and (4) experiences of receiving
effective support. Findings were largely supportive of the hypothesized model, by which
evolution in values and identities post-cancer impacted relationship functioning.
Subtheme 1: Survivorship Identity in Relationships. For participants who were
currently in committed relationships, finding personal identity as a cancer survivor also entailed
understanding how cancer affected their partner’s perception of them. One married participant
described her husband’s experiences as “co-survivorship,” suggesting strong alliance and shared
experiences between the two of them in enduring cancer:
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“My husband…he’s also going through his own emotional difficulty as a co-survivor. I
like that word more than “caregiver,” “co-survivor,” just because he’s right next to me
and going through the similar situation.” (6206J, Age 36, Woman)
Another participant, also married, described how she intentionally shifted her behaviors
and communication with her husband so he would perceive her less as a patient and more
“normal.” She went on to describe how setting “boundaries” helped her re-establish a sense of
personal competency and independence, which ultimately contributed to re-establishing intimacy
and interdependence in her marriage.
“Making a sort of transition from being, like, a patient to, like, being a normal person
again…me feeling more like a person and less like a patient…I stopped communicating
things about my body or, like, medical day to day stuff that [my husband] didn’t need to
know. I stopped flushing my [central] line in front of him as, like, “I don’t need him to
see me like a patient.” So it just a way of, like, sort of like getting privacy again around
parts of my body…developing some boundaries, I think were helpful.” (7530L, Age 32,
Woman)
Those who were single and dating at the time of study participation described negotiating
their identity as a cancer survivor alongside their other values and identities in seeking a partner.
The participant below describes how even though they think peers with a cancer history would
likely understand them well, they are not seeking to partner with fellow cancer survivors.
“I don’t want my whole life to revolve around having been a cancer patient. And when I
think about what I’m looking for in a romantic partner, like whether or not they had
cancer is not high on my list, you know? Like maybe it would be better because they
understand certain things more, but I’d almost prefer like a cancer friend app [laughs]
than a cancer dating app, you know, like find other cancer friends… find the other things
that you connect on and then you can make friends with your cancer — you know, find
your cancer tribe.” (3163S, Age 39, Woman)
Some participants described how challenging it can be to encounter others’ expectations
for survivorship, when they are neither entirely ill nor well. For most, this encompassed the
ongoing mental health impact of cancer in addition to physical late effects of cancer and
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treatment. In general, they described feeling that survivorship is poorly understood by their
friends and family.
“It’s weird, it’s like I don’t want people to think I’m dying, but I also don’t want people
to think that I’m fine and everything’s great and I’m miraculously healed…I don’t want
people’s pity and thinking like, oh my God, you know, this is somebody who might die. I
do want them to understand the immensity of it, like the traumatic aspect of it and like be
understanding of it, and my fear is that people aren’t gonna get it.” (3163S, Age 39,
Woman)
“With my family, and with some of my friends, I feel like they think because I’ve made it
through treatment, I should be okay, and I shouldn’t be still dealing with panic attacks or
all of these things. And I just don’t — like I can’t turn it off like a light switch. If I could,
I would. You know, I would’ve already done that. [laughs] And so it’s a, it’s a lot of
baggage. And not everybody’s equipped to handle it.” (0691A, Age 36, Woman)
Subtheme 2: Intimacy, Dating and Cancer. Consistent with prior literature in this area,
improving or restoring sexual intimacy arose as an ongoing challenge and unmet need. The
participant quoted below describes some of the physical, psychological, and interpersonal
challenges of re-establishing intimacy after cancer treatment, including feeling inadequately
supported by medical professionals:
“You’re greatly affected by the—either the ability to have [sex], the dealing with the
pain, dealing with, like, no drive because, like, my hormones are so low. That is not
things that they talked to us about, and, currently and for a while now, it has taken a big
strain on my marriage life, frankly…They don’t tell you about this. They tell you, “Oh,
take the medicine, this medicine is going to help you, like, take this medicine and get
better.” And then, like, after, you’re like, “Okay, now I’m left with, like, a sexless
marriage, my teeth are all messed up from the chemo, and I have to have them all
replaced.” They don’t tell you that, they don’t talk to you about that, you know? So
that’s why, like, tying back to, like, that perfect job in my mind, like, I want to be that
type of person that can, like, let patients know, like, offer them, advice or routes to take
or whatever. Because seems like they just kind of kick you out once you’re better. So
that kind of sucks.” (2133M, Age 37, Woman)
For this participant, addressing the gap in care by advocating for other cancer survivors
would constitute the “perfect job.”
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Subtheme 3: Disclosing Cancer-related Worry to Loved Ones and Requesting
Support. Participants described the challenges of communication regarding cancer survivorship,
including processing the emotions related to prior cancer treatment as well as communicating
about fear of cancer recurrence. As the excerpts below indicate, participants seemed to have a
strong sense of their needs for support, but struggled to receive the support they needed from
loved ones. Here, a participant explains how her husband’s efforts to be “strong” for her during
treatment had ultimately communicated non-support and led to alienation, and how they are now
effortfully restoring communication in survivorship:
“My husband and I only got back to a place where I don’t feel so isolated about six
months ago. It took that long and for me to get to the point where I was far enough past
treatment where he felt comfortable talking about it. [He said] I didn’t want to make you
feel worse, I wanted to be strong and I wanted to be your rock.” And I said, “Okay but
what you ended up doing is alienating me and making me feel like I was doing this on my
own.” So that was, it took a lot of, a lot of work and a lot of conversations for him to get
to that point where he understood what I was talking about.” (0762G, Age 34, Woman)
Consistent with young adult age, and often associated with establishing personal
independence and feelings of self-sufficiency, participants often reported a struggle in asking for
help related to cancer due to concerns about seeming exploitative or opportunistic:
“I was the kind of person who like never liked to ask for help. So that has definitely been
something that cancer has kind of forced me to get better at. Still not good at, but
better…I don’t want somebody to think that I’m like taking advantage of them or
something like and exploiting their friendship just for help and support.” (4328M, Age
28, Woman)
Some participants stated they wished they could receive more emotional support about cancerrelated worries through empathic listening, including the participant below who noted that her
family and friends struggle to hear her discuss recurrence without censoring her or attempting to
offer solutions:
“My mom will shut me up immediately. She doesn’t even want to hear it. She’ll get mad
if I voice any fear like that. Because there’s this like toxic positivity aspect, you know,
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where it’s like well, if you think happy thoughts, then you won’t get cancer…. Which is
very frustrating because sometimes I just wanna be heard… you don’t need the answers.
Like nobody has the answers. Literally nobody knows, not even my oncologist knows if
I’m gonna get cancer again or not or like — you know, so you just need somebody to
listen, to like see you and like, you know, appreciate you and, and validate your fears or
validate your emotions and that’s kinda it.” (3163S, Age 39, Woman)
Another participant attributed the struggle to obtain helpful emotional support to cultural values
regarding uncomplaining resilience and her mother’s low tolerance for supporting cancer-related
worry:
“So there is something to the Latina culture where women specifically kind of shoulder a
lot of these things and they’re just expected to do them and not make a peep, you know,
like just carry the burden and keep quiet about it…And then it just — my particular
family, you know, my mom is also very emotionally immature. So I can ask her for help
with like physical things, but I can’t even ask her for like emotional support. She’s not
somebody who’s capable of talking about things like that.” (3163S, Woman, Age 39)
Seemingly to compensate for unhelpful support from loved ones, the majority of
participants expressed having found support from peers of similar ages through online or inperson support groups, whom they often affectionately referred to as “cancer friends”:
“I definitely think it’s harder for my husband to talk about and so I find myself trying to
be a little more careful with what I say because I think it makes him really upset. But
I’ve, I’ve also made some cancer friends online and I’m able to, to tell them all the, all
the things, so.” (0691A, Age 36, Woman)
“My cancer friend circle, they understand better, because they know when I’m not feeling
well—whereas when I talk about this to cancer muggles, I say, because non-cancer
friends, I call them “cancer muggles”, they seem to be just feeling very, feeling more pity
on me, like, “Oh, I’m so sorry,” something like that. Like, “Hey, I hope you feel better”
…some of the friends I used to talk before cancer kind of stopped talking, because now
our life stages are more different, because now she’s dealing with, you know, kids and
stuff.” (6206J, Age 36, Woman)
“Cancer friends,” according to these participants and others, were generally more
tolerant and accepting of discussing cancer-related past experiences, fears, and limitations.
Subtheme 4: Types of Effective Support in Close Relationships. While it was
common for participants to feel unsupported in coping emotionally with cancer survivorship, as
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explored in Subtheme 3, participants did also describe receiving effective ‘problem-solving’
support. Specific examples of helpful support are explored here.
A few participants stated that their partners or family members encouraged them to
engage in positive health behaviors such as preventive care (using sunscreen, refraining from
substance use) and maintaining cancer surveillance care. The participant below, a testicular
cancer survivor, describes appreciating his fiancé’s support in discouraging avoidance of
assessing health concerns:
“I think [my fiancé] being an oncology nurse…I think having her like keeps me honest
with going to the doctor if things seem off…I felt something after we just got back from
vacation and she’s like, well, just go get it checked. I was like, well, I’ll wait a, I’ll wait a
couple days and see if it goes away and if not then I’ll go. But she’ll keep me honest on
it.” (5575S, Age 28, Man)
Even when coping with the “unsolvable” struggles of cancer survivorship, such as fear of
recurrence, some participants reported joint-problem-solving approaches that they appreciated as
supportive. The participant below describes how cancer-related worry motivates them to discuss
tangible preparation for their future:
“I think the only person I actually talk about [cancer] with is my partner. Sometimes he
knows I just need to get it out…And then sometimes he reciprocates because he’s
worried about his side too, so we talk about what the future would look like…we’ve
talked about financial responsibilities, we’ve talked about choices that we’d like each
other to make as far as medical care-wise. And usually it’s just, we hope to get to
retirement.” (4362A, Age 38, Woman)
Another participant illustrates how his wife’s “standard” responses to his cancer-related worry
help him dismiss worries or offer him reassurance that he has a partner in coping with future
challenges:
“I just need [my wife] to kick something back at me, you know what I mean, just like,
“Quit worrying about it,” or, “No, okay, we’ll get through it no matter what.” Those are
the pretty two standard responses that I get from her, and I’m good, you know what I
mean? It gets out of my head, so.” (8385J, Age 37, Man)
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Theme 2: Shame regarding Intimacy and Close Relationships
Participants described coping with feelings of shame in close relationships and dating.
Specifically, they reported feeling self-conscious about not easily completing socially normative
behaviors in dating, such as the participant who struggles with the logistics of dating, below:
“I think at first, like with the romantic stuff mostly, I was a little bit shameful of like oh, I
have to like to tell someone that I can’t do this or can’t do that in the bedroom or
whatever you know…And when you think of dates as like drinks or like a restaurant and
I can’t talk and eat very well at the same time. I mean, I will literally choke. I’ve tried
because I love to talk, so [laughs]…I’m going to be very upfront about it, like from the
beginning. And I will answer any questions that someone has about it because I’m
already very open about it. And if they are a dick about it, then they don’t get to stick
around…I think it, it was a little bit of shame at, like focused shame and then now I’m
just like, it’s part of me. It like, it’s not my fault. It’s nothing that I did to like to get this.
And there’s now nothing I can do to change my long-term side effects. So like if you’re
going to be a dick, that’s on you.” (6513K, Woman, Age 32)
Body image was an oft-reported source of shame, deeply affecting how survivors related
to current or prospective partners. For example, a participant who works as a burn nurse in an
ICU struggled to re-adjust to her body after her own medical procedures:
“Being female…it’s kind of like you’re losing part of your femininity and your sexuality.
And it’s gruesome to look at in the mirror… I recovered [from my surgeries] okay, [but]
there’s still damage...I’m very self-conscious about the way that my body looks… I
joke…if I did find somebody that they would need to be into necrophilia because my fake
boobs are cold [laughs]…and for me, my breasts were always kind of a source of sexual
pleasure and now I can’t feel them…I feel embarrassed by the way that I look…now it’s
just like, leave me alone, don’t touch me, don’t look at me.” (0496E, Woman, Age 39)
She explained that some of her aversion to intimate physical contact post-cancer were due to the
ongoing aftereffects of feeling exposed during medical procedures. Ultimately, her body image,
coupled with her expectations for how others would react, had precluded her from dating postcancer. A different participant, who did pursue sexual encounters, described her experience
below:
“He saw [my scar] and he was like, oh—like I saw his face and he’s just like, oh, I didn’t
know it was that big. And I just saw his reaction …I told him no and I wanted my shirt
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back and it was just like it’s not like I can fight you because I’m in like 20 out of 10 pain
and I just had surgery two weeks ago…. And for him to see that and his reaction, it, it
was hard…And just, okay, is the, is the future person gonna react the same way, oh, I
didn’t know it was that big… the doctor told me last, at my last appointment like I mean,
part of its healing, part of its healing. I mean it’s a healthy scar, there’s nothing wrong
with it. It’s just part of it’s just not gonna heal correctly. Like it’s just how it is.”
(2050H, Woman, Age 38)
Participants described how they cope with, and adjust to, cancer-related body image
concerns. Approaches included receiving emotional support from close others, experimenting
behaviorally, practicing self-acceptance, and noting improvements over time.
Some received helpful emotional support from loved ones regarding their negative body
image. One participant described participating in a fashion show for cancer survivors, and was
brought to tears at the memory of her husband telling her she looked as beautiful as when they
got married:
“You can see my radiation burn, it’s discolored and the skin looks really bad… and then
my hair’s really bad… “Well, I don’t think I’ll ever be pretty anymore,” that’s how I felt.
I was actually participating local charity organization called Asian Women for Health…
and they were having a fashion show, and I was a model. When we got married, I felt
pretty at that time, but after one year, I got cancer… [My husband] told me, he said, you
know—[crying]— “You know, you’re just as beautiful as, you know, when we got
married”…I didn’t expect that we were going to go through this right after our wedding.
But I just—I just felt like, you know what, no matter what happens between us, we’re
going to go through this. And then I told myself also, I’m not going to leave this guy
when he gets sick, because you know, we’re actually really in love… And I feel like he
really loves me unconditionally.” (6206J, Woman, Age 36)
A male participant noted that he knew that since his fiancé sustained her attraction to him after
he lost his hair to cancer treatment, they would likely withstand the rigors of marriage. A female
participant described adapting positively to her trepidation regarding sexual intimacy with male
and female partners due to dry mouth and lockjaw post-cancer, and said:
“They were all patient, understanding, and I would try stuff…that was a big fear…no
one’s going to want that… but they’ve all been fine…if anyone’s not fine than they’re
not meant to be the long-term person and that’s that. So that’s how I reconciled that.”
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Another participant described the conundrum of feeling self-acceptance and pride, with the
challenges of others’ perceptions. She said:
“Being without nipples [laughs] has been really bizarre…I look good in a bathing suit.
But it’s weird. Like taking that off and being intimate is, -- I want to hide. And at the
same time, I’m not interested in having tattoos. So… I’ve got to learn how to make peace
with this…I am proud of what my body has been through. And so I’m trying to love it for
what it is, and not what it was.” (0691A, Woman, Age 36)
The gamut of self-conscious emotions described here, arising from self-awareness, and leading
to embarrassment, shame, and ultimately pride and self-acceptance regarding bodily changes
post-cancer, hint at the potential value for acknowledging and exploring self-conscious emotions
in survivorship psychological care.
Theme 3: Guilt in Close Relationships
Guilt about, or ensuing from, close relationships, was frequently reported. Multiple
participants reported guilt about the perceived caregiving burden their loved ones endured:
“I needed help a lot… I beat myself up a lot about it at the very beginning, just because
the extra work that my wife had to take on, the extra work that my parents had to take
on… a lot of people had to make sacrifices in their lives too, to help me.” (8385J, Man,
Age 37)
“I was definitely old enough to take care of myself [at age 30] … if I didn’t have cancer,
[my parents’] life would be so much better… my mom’s gray hair, she’s much older
now, I feel like I caused all that, stress... so I feel very guilty about it. And also my
husband…doesn’t deserve all this terrible life because of me… I caused emotional pain.”
(6206J, Woman, Age 36)
“I feel extremely guilty that other people have to take care of me. Like I feel like such a
burden on my loved ones, especially my husband… guilty that I had this thing happen to
me and yet it caused trauma to other people.” (5577S, Man, Age 28)
Another participant reported appreciation that she would be able to contribute to household
finances when she is able to resume work, as well as guilt that her need for good health insurance
had pressured her husband to stay in an unsatisfactory job:
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“I know it’s tough because his job right now, he like is miserable but he has amazing
health insurance which is something we definitely need because of cancer.” (3273M,
Woman, Age 39)
Likely attributable to young adult age, multiple participants had recently gotten married
and reported worries about cancer early in their spousal relationships:
“There were times that I felt guilty for my husband because he, you know, this isn’t the
life that he chose…When he asked me to marry him last February, he thought he was
marrying a healthy human who could have babies and was going to live a long life and I
don’t know how long of a life I’m going to live now. You know, I don’t know if I’m
going to be able to have babies. So I definitely feel you know worrisome and feel bad for
that. But I did give him the out and he stayed and that’s kind of his fault. [laughs] But I
also do feel bad sometimes for my friends…I definitely feel bad for my friends who are
trying to live normal 30-year-old lives and then they have me who’s constantly throwing
that monkey wrench into it…because of the side effects that I have.” (0242A, Age 31,
Woman)
Two participants, both new mothers, described how losing time due to cancer made them
feel reluctant to ask for help and spend resources on self-care:
“I feel guilty because I’ve taken that time [during treatment] … I can’t take time now for
myself to do things that would be restorative, you know, take a break, a day away.”
(0496E, Woman, Age 39)
“I think every woman, especially mothers, we’re just wired that way and it’s bullshit. We
need to stop doing that, especially if you’re, if you’re going through cancer. But yeah,
that’s that shame of, “Okay, I’m taking all this time. That’s not right. I’m taking, I’m
using all this money now to, to fight this. That’s not right.” It was just a lot. Like I
would come to work and people would be like, “You need help?” …And I’d be like, “No
I’m okay.” And I could barely move when I needed to move. Like clearly, I need help.
You know, “No, I got it, I’m good.” [laughs] You know, I’m about to pass out, but
[laughs] yeah.” (8143A, Age 36, Woman)
Theme 4: Guilt, Shame and Protective Buffering
Consistent with prior findings across populations of individuals receiving cancer
treatment, the coding team repeatedly encountered the phenomenon of “protective buffering” by
which close others avoid discussing sensitive topics in an (ultimately counterproductive) effort to
protect the other person. Participants described protective buffering as motivated by feelings of
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guilt and shame, specifically due to a reluctance to “burden” loved ones. Feeling guilty about
“burdening” others contributed to reluctance to disclose worry, as well as shame regarding
mental health symptoms:
“I think just the guilt of putting this burden on everybody else that’s going to have to deal
with what happens with me and just like being a burden on people. Just really being,
being a burden on people and feeling that guilt that you are—like they have to go through
this and it’s not like they would have chosen this for me or for anyone else or any one of
them. But it is what it is. And so, yeah, I feel like the guilt is what drives me to just keep
all my feelings inside and not share.” (5685K, Age 30, Woman)
“I think that my experiences with anxiety have really driven how I view all of my health,
and I—when I started having anxiety, I didn’t know what was happening, I was really
confused, kind of ashamed, and then I realized that this is how all people feel when they
have mental health issues or health issues. It’s like, they want to keep it to themselves,
and it all drives more anxiety. So my main thing with anxiety, and then eventually with
cancer, was like, just be open about it, because you’ll feel better, and I think it helps the
people around you feel more comfortable if you’re just honest about how you’re feeling.
And I feel like it helps people who might be going through something similar. So I try to
be really open about it. It is harder now, like, the recent scans, I didn’t want to tell
anyone, because I don’t want to put an unnecessary burden on people, I don’t want them
to worry about me…I don’t think that people understand how isolating it is to have had
cancer, because there isn’t—I do go to a support group occasionally, but there isn’t, like,
your normal friends that can relate to you or understand…you do get caught in situations
where you do feel that there’s no one who understands or that you can talk to.” (9220H,
Age 35, Woman)
As described by these participants and many others, the unfortunate summary effect of protective
buffering may be to perpetuate, or increase, feelings of guilt and social isolation.
Research Question 3B: How does thinking about the future affect close relationships? How
do cancer-specific worries affect close relationships?
Analysis of this research question yielded two chief themes: (1) thoughts, predictions,
and anticipatory emotions regarding aspects of one’s future prospective relationships, or one’s
future within existing relationships, and (2) the impact of cancer worry on the quality of
relationships, including attitudes and expectations regarding relationships post-cancer. Generally,
participants’ comments were well-considered and poignant. The findings strongly support the
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hypothesis that future-oriented thoughts and cancer-related worry fundamentally shape
relationships post-cancer, both in terms of relevant domains of life such as dating, fertility, and
fears of recurrence or death, as well as in terms of the lived experience of building relationships
with intention, openness, and maturity.
Theme 1: Thoughts and Feelings about the Future of Relationships
When partnered participants considered their future within their existing close
relationships, or when unpartnered participants considered prospective future relationships, they
described future-oriented thoughts and emotions across three subthemes: (1) dating and intimacy
in relationships; (2) fertility, family-building, and genetics; (3) fear of cancer recurrence, death,
and legacy in relationships.
Subtheme 1: Dating and Intimacy in the Future. Participants explained that when they
think about their relationships in the future, they feel grief and post-traumatic stress regarding the
loss of sexual intimacy, and that such feelings contribute to behavioral and emotional avoidance
within relationships. For example, one participant described sadness and alluded to grief
regarding how the ‘best part’ of her sex life is behind her, at her young age. She did foresee
improvement in the future, but seemed to grieve a reduction in passion and spontaneity in sex
post-cancer:
“…And then, our sex life has just been rocked by this…when I’m sad about it, it feels
like the best part of my sex life is gone. And that feels really sad because I’m, you know,
I’ll be 35 next month and I feel so young. And so that’s really disappointing and sad. But
I know that that’s just a thought and that there are things we can try and it’s that we just
have to communicate and — it’s just been clunky and less passion-driven. But it’s
getting, it’s getting better. I mean, it just takes — it’s gonna take time.” (0691A, Age 36,
Woman)
Some participants described how a changing relationship with their bodies, such as in the
body image concerns explored previously, made sexual intimacy a struggle. The participant
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quoted below described how attempting sexual intimacy appeared to activate post-traumatic
stress following cancer treatment. In her approach to accepting life “after cancer,” she noted that
due to medical menopause at a young age she lost ‘ten years’ of sexual activity.
“Being extremely underweight and malnourished and in pain all of the time, and seeing
this body as like a body that, that I couldn’t trust anymore and was like very, like
betrayed me a lot by like harboring a tumor that was trying to kill me and changed my
relationship with my own body and made me distrust it, which made sex very difficult
and intimacy very difficult for me. And so there were quite a few months where any time
that we would try to have sex, I would just have like a very like intense physiological and
emotional reaction, like kind of similar, in a PTSD way, to like almost to somebody who
had been like sexually assaulted before trying to experience intimacy, where I would like
have a panic attack or start crying or, you know, something like that…And I mean,
honestly, the added early menopause for someone my age is not normal, which brings its
own sexual health obligations also. Which is just part of the medical side effects. It’s kind
of like the BC, before cancer, the after cancer of just the way things are. I mean, we’ve
talked with doctors…we’re just not anywhere near as active as we should be. And some
of that decline will happen with age, right? I think it just happened about ten years
sooner than I think we expected it to.” (4328M, Age 28, Woman)
Unpartnered participants explained how the prospects of dating and building a
relationship with someone in the future was burdened by the physical and psychological
aftereffects of cancer. Many participants described this anticipated burden as demotivating them
to date. The participant below also described post-traumatic stress perpetuating her avoidance of
initiating a new relationship:
“Feels very vain and superficial to say, but like [body image] was another thing that made
me stay away from like dating sites or even like contemplating going out on a date with
somebody because I just didn’t look my — like I didn’t look like me and I didn’t look my
best…And that impacts your self-esteem, you know, because you don’t know how to
make yourself look the way that you wanna present yourself…So there’s like the physical
aspect where it’s like difficult to feel confident enough to go out there, and then there’s
all this like psychological and like emotional trauma that you’re just like carrying around
that is very strange to like meet a person and be like, hey, do you wanna share all this like
emotional garbage I’m carrying around, like would you — do you want that, do you
wanna come in here and share that with me? It feels like a very strange, you know? It’s a
little scary to think about.” (3163S, Woman, Age 39)
While participants were explicitly prompted to speak about grief or trauma in the interview,
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the number of spontaneous references to grief and post-traumatic stress in descriptions of sexual
intimacy and dating post-cancer were an unanticipated finding suggesting the severity and
emotional resonance of this area of survivorship.
Subtheme 2: Fertility, Family-Building, and Heredity. Consistent with prior studies of
young adult cancer survivors (Benedict et al., 2016), decision-making regarding fertility care
(e.g., fertility preservation prior to treatment) was impactful in survivorship. Specific to
relationships, participants noted how they had been asked to decide for their ‘future selves’
regarding fertility, and their loss of fertility contributes to anticipated and current grief which
they experience alongside their loved ones:
“It was very much like, “You have a really aggressive cancer, we really need to treat you
ASAP. And also, this treatment might affect your fertility, so what do you want to do
about that?” And…my husband and I weren’t sure if we wanted children in the future,
and so it was hard, because we didn’t, like, know what to do or, like, how to anticipate,
like, what our future selves would want, because we didn’t really have an answer, so—
we were given the option, like, “Hey, we could freeze your eggs, but that would delay
treatment,” and so, like, risk-benefits, and my husband and I were just kind of like, “I
want to be alive, so we’ll—we will, like, sacrifice the fertility thing.” …[Now] with, like
my parents sometimes, like, I feel like there’s this huge loss that they don’t get to be
grandparents…I feel like I, like, just missed out on normal, like, on normal life
transitions. Like, I kind of just, like, went from being a young adult to being an elderly
woman… I think in the future, I’ll probably grieve, like, the loss of my fertility more than
I’m grieving it now.” (7530L, Age 32, Woman)
Unpartnered participants described a sense of responsibility to accurately described their
prospects for family-building to future partners. One female participant explained how unmet
needs for fertility counseling and uncertainty regarding fertility status made her struggle to
envision her future in relationships:
I think just doctors talking about [fertility] more would be helpful, especially in my like
age group. Because I feel like they didn’t really talk about it much… I think it’s because
I’m younger and they were like it’s not—you know, she has time. But I would also kinda
just like to know, like whether or not I can, if that’s something they can figure out.
Because you know, it, it’ll help me get a better picture of like what my future’s gonna
look like. You know, especially with—if I don’t end up with my boyfriend and then I
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have to go with someone else and I kinda want whoever I’m with to have like the best
like picture of like what our future could look like together. Because I don’t want to give
them like a misleading one and be like I might be able to have kids and then I can’t and
they’re like, “You lied,” you know?” (6194J, Age 36, Woman)
Another participant vividly described how cancer treatment affirmed his desire to have children
despite uncertainty regarding whether he would be able to use his banked sperm:
“I’m still holding out hope [for having kids] post-testicular cancer. When I first got
diagnosed, that was the first thing that I like was worried about. Because I want to be a, a
T-ball coach and, you know, we, we just got back from Disney, which is where I
proposed, and I mean, there’s so many cute little kids and, you know, I was—we were in
the line for the Winnie the Pooh ride and I was playing, I don’t know if it’s a game, but
head, shoulders, knees and toes with some little like three-year-old. So I mean I, I hope I
don’t have to let go of that for myself, but we’ll see…[cancer] definitely, I mean, made
me realize that’s what I want. I wouldn’t say that it changed me from not wanting to
wanting, but it definitely made me realize that like, oh, wow, like yeah, I do, I do wanna
have, have a kid.” (5575S, Age 28, Woman)
Some participants voiced broader concerns about whether they ‘should’ have children
based on their personal history of cancer and a reluctance to transmit it:
“Do I want to bring a kid into this world whose mother has a high possibility of getting
cancer again? Like I regret my son having to experience that. Like even though I’m alive
right now, I, I mean I think about like, wow, he was 17 when he found out his mother had
cancer like going on 18, like how does he feel—you know, like I think about stuff like
that. So with the kid situation… I’m in the gray area a lot. And I don’t see it as, as it
being bad. You know, I don’t see it as a negative thing. I just see it as, you know, at this
moment in time, that’s how I feel. I don’t beat myself up over it.” (0714D, Age 40,
Woman)
A few others reported similar ambivalence regarding parenting, due to the late physical effects of
cancer treatment and the prospect of recurrence.
A participant who had recently given birth explained that the prospect of her death
motivated her to attempt pregnancy so that her older son would not be alone if she died:
“I just wanted my son to have a sibling, have someone to, you know, go through life
with. And that was my major reasoning, just because if something were to happen to me,
I’d want him to have someone that—who really knew his experience. Like obviously,
my husband, his dad, would know, but not in the context of being my child, you know
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what I mean? And so that was just my huge driving force behind, you know, giving him
a sibling, really, no matter what happens to me, so that he can genuinely share that
experience with someone who really knows how it is. And so I was just 100% willing to
make that sacrifice for him. And I, like I said, I got really invested in getting pregnant
and making that happen. And thankfully it did.” (5641E, Age 37, Woman)
Future-oriented thought or prospection is intrinsic to each of these reflections on fertility, and the
prominence of grief and strategies for acceptance indicate their emotional significance.
Subtheme 3: Fear of Cancer Recurrence, Death and Loved ones. Participants
described how their relationships with loved ones were strongly affected by the possibility of
cancer recurrence, or death. They described feelings of anticipatory grief and considerations
regarding what their legacy would be. The participant quoted below describes how her young
son’s frank reflections on her death provide a strong negative reminder of cancer for her:
“I think we think of cancer as, like, an old person’s disease…I’ll just give an example.
The other day, my son—again, he’s little, so he doesn’t really get what he was saying, but
he said that I won’t be around when he, like, gets married or has babies or something,
because I’ll be dead. And he was like, “Like, ’cause you’ll be dead.” And I was like,
“No, like, you know, Gaga’s around and I have babies,” you know, like, using, like,
grandparents as examples, he was like, “Yeah, but,” you know, like, and—I just, like, lost
it—luckily I got to leave the room, and my husband talked to him about, like, “why that’s
a little triggering for Mommy,” and, you know, “we should really, it’s scary, cancer’s
really scary,” so it brought up all those things again…” (5641E, Age 37, Woman)
Multiple participants described how their blunt acknowledgment of death, or a newly
morbid sense of humor, could alienate loved ones and lead to a sense of isolation in thinking and
talking effectively about death with loved ones. The participant below describes how her
religious and cultural community can circumscribe acceptable attitudes towards death, and how
it frustrates her when loved ones cannot join her in tolerating thoughts about death.
“I feel very close to death on a very regular basis and so like it’s just a part of life now. I
think especially in an Evangelical Christian community, death is supposed to be seen as
this like positive thing, but only in certain contexts. Like, like, you know, we’re
supposed to be happy about death, but were not supposed to look forward to it, or be so
okay with it, or be so okay with dying young. And so I think that can get uncomfortable
with people, that death is supposed to be something that you do after you like live a good
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long life. And I just, I just see that as like a very rare possibility for me that I will live to
be old.” (4328M, Age 28, Woman)
These participants are also evidently considering who they will leave behind when they die and
are making efforts to prepare them; unfortunately, it seems that avoidance of uncomfortable
conversations or miscommunication – specifically a difference between intent and anticipated
impact – might negate these efforts.
Theme 2: Cancer-related worries and Relationships
In addition to future-oriented thoughts and emotions regarding the effects of cancer on
domains of life such as intimacy and dating, fertility, and cancer recurrence, participants
described impacts of their cancer experience on the quality of their existing and future
relationships. Specifically, they reported (1) increased intentionality in relationships; (2)
struggles and strategies in disclosure to future partners; (3) reflections on heightened maturity
and stage of life, since cancer; (4) protective buffering regarding future-oriented thought.
Subtheme 1: Increased Intentionality in Relationships. Participants explained that
their experiences receiving inadequate emotional support related to cancer, leading to feelings of
social isolation, had motivated them to seek more mutually respectful and emotionally sensitive
relationships:
“I didn’t have a very big support system during my cancer experience, and then of course
there was, there was the Covid overlap, so then I really couldn’t see friends or anything
like that. And it’s just made me really think about, you know, spending time with people
that really matter or finding people that really matter or that really see you for who you
are and like respect you for who you are and not — it, it all boils down to like not
wasting time, you know, with like people who don’t see you or understand you are wanna
make time for you.” (3163S, Woman, Age 39)
“The nature of who my friends are and like having cancer and going through all of this
has made me like want to explore and maybe find new friends too who like might be
more emotionally intelligent or pick up on things that my current friends don’t pick up
on.” (3163S, Age 39, Woman)
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Multiple participants described how their preferences for prospective romantic partners
had changed since cancer, including a preference for loyal and resilient partners. Deeply
ingrained in these stated preferences is the anticipation of cancer recurrence:
“Inner strength I think is a really attractive trait to me now because I know how hard it is
to go through things that are tough, whether it’s emotional or physical or like just
circumstantial…like my high school girlfriend did not last once I was diagnosed. She
was not excited about that. She didn’t really want to have to deal with a cancer
boyfriend…I’m more careful now I think when it comes to like, because it’s different
with just like casual sexual partners, it’s like, “Whatever I’m probably never seeing you
again,” but for romantic partners I think I’m a lot more picky because I want, because I
kind of always have in the back of my mind where it’s like, “What if, what if it came
back, would they stay?” kind of thing…I don’t want someone who like won’t stay with
me if that happens because that would suck a lot.” (5937R, Age 19, Man)
“One thing that I don’t really like that came out of [cancer] is I’ll overthink like a
lot…like if I end up like the cancer comes back and like I’m dying, is this like the person
I wanna be with until I die, you know? So that’s one like—I hate it because like I always
think about it, I’m like do I really like him, do I wanna be with him like, like, like that
long? You know, because I’m not gonna break up with someone when I’m dying and I
realize like, hey, I don’t want you to be the person right here, you know?...I’ve like
almost broken up with [my boyfriend] a couple times because I’m like it’ll just be easier,
I don’t have to overthink. But then I’m like, no, yeah, because if I end up with someone
else, I’m gonna be thinking the same thing, you know? Yeah, so that’s probably the
major thing is overthinking for the future…I think it’s because, you know, I don’t like, I
don’t wanna be like, oh, you know, like I’ll buy a house with him at this age, you know,
and then, you know, we’ll have kids at this stage—you know, because it’s like I don’t
know if like what, you know, if the cancer comes back, am I even gonna be like, am I
gonna care about having a house, you know?” (6194J, Age 20, Woman)
For some participants, their intentionality in relationships was on behalf of loved ones. For
example, multiple participants seeking support for their loved ones, such as connecting with their
religious community or moving their nuclear family closer to their extended family, in case
cancer returned or they passed away. The participant below describes how her intentions in
making friends are based on procuring social support for her husband in the event of her death:
“I think having a partner has been really helpful for me because I know that he needs
friends…. by myself, like I probably would not have sought out very active friendships as
much because it just doesn’t seem worth my time and energy to invest into new people.
But he needs friends and so—and he doesn’t feel that way and he’s not gonna die in the
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next couple of years most likely, and so, and so that’s a big like push for me to be a little
bit more social. And I’m appreciative of that. But it does—like I do think it makes it
difficult because it’s, like I don’t—I mean, anybody could die at any moment, but it feels
a little bit more inevitable to me that I’m not going to live to be an old person. And so I
would rather, with the limited time and energy that I have, just like invest into the
friendships that I already have rather than, than meeting new people.” (4328M, Age 28,
Woman)
Subtheme 2: Disclosure to potential future partners. For unpartnered participants,
disclosing their history of cancer and the prospect of recurrence were central in contemplating
new relationships. These participants described how they would speak about cancer to
prospective partners:
“I had this like weird like standard in my mind, like no one is gonna know what it’s like,
like how can I date these like boys and like their biggest problem has been like not being
able to register for their class next quarter or something? Like it’s just like who’s gonna
understand, and like even if they’re like really kind and like, you know, empathetic, like
they will never know kind of where I was for a while. And so I ended up dating this guy
recently who was like a combat veteran. So I was like, ‘oh, you’re traumatized too…’ I
feel like a lot of times I’ll meet people and there’s just like a cool part of me and they’re
like, oh wow, it’s so sick, you’re a cancer survivor, and then not have the insight to like
realize how that’s still a part of me and still affects me, instead of like just something
from my past. It’s not like something I did three years ago, it’s something that I still do
today. It’s something that, you know, like affects my perspective. It affects, you know,
how I act, the choices I make.” (1872T, Woman, Age 23)
I’d find a guy that would be supportive no matter what. So we’d have that basis rounded
in, so there wouldn’t be any surprises. I’d be like, “This might happen, so just buckle
up.” (7830T, Age 34, Woman)
Others described a wish to be authentic and up-front regarding cancer’s impact on
fertility at the initial stages of a relationship, and the challenges of finding the right time and
opportunity discuss fertility and the future with a new potential partner:
“I have thought like how—like if I were to start dating someone seriously and like talk
about a family, like when, at what point do I have to share like, oh, that might not be like
a possibility for me—like even though the doctors say so, it’s still something I think
about, right? So I guess it’s connected in a way like I don’t know how to tell people that,
or like when to tell people that. I haven’t really come to that stage in dating yet. And it’s
also something like super personal. It’s like that’s not the first thing I tell people when I
talk about treatment, like, oh, by the way, I might be infertile. It’s not like really, I don’t
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know, something I like talking about. So I guess that’s an interesting thing to navigate
timing-wise.” (1872T, Age 23, Woman)
“Having like one testicle, I, always thought like how does that play out within, you
know—you know, how do you bring that conversation up, you know? And you know, I,
I make little jokes here and there to like, you know, potential partners…You know, I, I
lost a testicle so then I don’t know what my chances are to have kids. So for me, I, I
don’t know how that conversation’s gonna be and for me that’s where it’s just like, it’s
hard to kind of, to, to break that with a person if I’m not able to have children.” (0759F,
Age 26, Man)
For these participants, it was evident that they were learning through practice how to
have difficult future-oriented conversations early in a relationship, and that these challenges arise
along with the normative difficulties of young adult dating.
Subtheme 3: Heightened Maturity and Relationship Challenges. Several participants
noted that cancer had led to heightened sense of maturity and a stage of life that differed from
their peers, leading to challenges in current and prospective relationships. For example, the
participant below noted how her father’s avoidance of her cancer led to her being the ‘bigger
person’ despite being his child:
“My relationship with my dad shifted a bit. I thought he would be a lot more there for me
when he was just, he was completely traumatized by the topic of cancer, like he could
barely even say the word…I’m his only daughter, it was just too much for him and so I’m
just like, I’m just going to be the bigger person…I just have to handle my dad with kind
of like kid gloves and that what I, I still do that a lot…we have a good relationship, just,
it’s just like very surface level. It’s exhausting… And it just, it kind of stinks because my
dad doesn’t get to know me at like a true level most of the time...it stinks being the
bigger, the bigger person when you’re the, when you’re the child.” (3273M, Age 39,
Woman)
Another participant explained how same-age peers feel like inadequate dating partners
due to her increased maturity post-cancer:
“It’s become very difficult for me to even imagine going into a romantic
relationship…because there’s no guarantees of how long it’s gonna be or like are you
gonna get sick again, like what’s gonna happen, and like my priorities have all
changed…It’s very difficult to find people in [my] age range who are mature enough, like
emotionally mature enough to handle our relationship like that and to deal with real

107

hardship. Yeah, and who are willing to like be really vulnerable and open and, and share
these kinds of feelings and, and whatnot and, and just the ugly side of, of what a
relationship might be. It’s really hard to find… And so even though I was dating people
in my age range…it didn’t feel very different from like relationships in my twenties. And
now I would not be okay with that. I have done a lot of maturing, perhaps as a result of
all of this, and I would need somebody to be on that level.” (3163S, Woman, Age 39)
Subtheme 4: Future-oriented Protective Buffering. In addition to protective buffering
for loved ones in response to guilt and shame regarding cancer-related worry, some participants
reported future-oriented protective buffering. Specifically, they refrained from discussing the
future with their loved ones to spare them from feeling distress. In all cases, this appeared to
worsen communication and relatedness. For example, a participant noted that she now makes
financial decisions on the basis of a foreshortened future, due to the prospect of cancer
recurrence. However, she’s reluctant to explain her thinking to her family, who may find it
distressing. As a result, she commented, they erroneously assume she does not value or
appreciate money.
“With my family in general I hold back more because I know they’re more sensitive to
the topic [of cancer recurrence] and like they’re, they’re more likely to like get
emotional…I kinda cringe sometimes because like it’ll come up in like conversations,
like they’ll be like, why do you wanna do this, or like why don’t you wanna do this, and
like I don’t wanna say like, oh, because, you know, my cancer could come back at any
second and if it does, I’ll regret, you know, not doing this. Because then, you know,
that’ll just sound like I’m like guilt tripping them or manipulating them or something,
you know? So it’ll be frustrating, you know, because I’m like I want to explain, but they
won’t like really get where it’s from…I’ve noticed also like I kind of tend to make more
like…less financially rational decisions now…especially when it comes to experience,
I’m like I’d rather have this experience and be like, oh, I have to work a little extra to
make up the money than like just save up money forever and then like, you know, like
cancer happens and then I don’t have anything to spend the money on, really.” (6194J,
Age 20, Woman)
Another participant noted how her reflections about declining physical function since
cancer and her thoughts about impending death can disturb her family members, and so she does
not discuss them anymore to avoid their ‘toxic positivity’:
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“And at this point, if my body is already functioning [laughs] at the state of like an 85year-old, like I don’t wanna live to be old. Like this is a miserable existence. I don’t
wanna spend 60 more years this way. And so like that makes people feel uncomfortable,
to hear me say things like that, right, because then they’re like, oh my gosh, are you
gonna kill yourself, are you suicidal? Like no, I just don’t wanna drag this out longer
than it has to be, right? And, and for my family, like it’s very uncomfortable. I have
parents and two siblings and they really don’t like to talk about it so I just kinda stopped
sharing with them because it makes them feel uncomfortable, and it’s very much like a
toxic positivity environment of like, oh, but you’ll get better. I’m like I’m not though.
But I appreciate your faith in me, I suppose. [laughs] So, I’ve stopped sharing most of my
concerns with my family, just because it, they can’t emotionally handle, I think, the idea
of their child dying, which makes sense.” (4328M, Woman, Age 28)
The participants quoted above made apparent efforts to protect their loved ones from their
worries and negative thoughts about the future.
Exploratory Finding 3C: Grieving a Shared Lost Future
In analyzing the results of Research Question 1, we did not anticipate the prominence of
grief alongside self-conscious emotions such as guilt. Parallel to that unanticipated finding, we
also encountered grief as a persistent emotion accompanying future-oriented thoughts and plans
about relationships. Ultimately, participants described a process of mourning the shared future
lives, or aspects of their future lives, that they had lost to cancer.
In addition to the physical and psychological challenges of re-establishing intimacy after
cancer, the partnered participants quoted below described grief regarding the intimacy they could
have experienced together and the loss of a carefree and passionate relationship in favor of a
mature one:
“So literally, our honeymoon period was ruined. We didn’t have sex for an entire year,
when my mom was here and I was going through chemo…And I remember, after I
finished my active treatments, I remember my husband telling me, he said one thing
that—one of the losses he had to go through was actually that he couldn’t be very—he
couldn’t be very intimate, you know, with me… he said the way he expresses love is
physical intimacy, and he felt that he didn’t want it to hurt me, and so he couldn’t really
show how much he loved me, and that—it’s like his grief and his loss, you know, like,
you know, he’s going through that. And I felt really bad about it and I mean, obviously,
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it’s not something I could control, but I felt like it was almost, like, my fault, and I felt
really bad.” (6206J, Woman, Age 36)
“He loves me very much. I love him very much. And I think [cancer] has made us
stronger. But it’s not the same kind of carefree relationship that we had before. It’s a
different kind of relationship. But not to say different bad, just, just different…I [foresee]
a lot of handholding [in our future]. I see a mature relationship. And it may have gotten
that way with our without the cancer. But I feel like our relationship just kind of had to
grow up a lot quicker. It wasn’t so much about he and I anymore. It was, it, our focus
kind of shifted. And I think that it makes us stronger in a way that we appreciate the time
that we have together so much more.” (3807E, Woman, Age 34)
Some participants mourned the loss of a future they dreamt they would have had,
including having more children or accepting that they may not experience romantic love:
“We thought we would have more kids. And I don’t know if that is a possibility or not…
I don’t want to do anything or add anything to my body that might mess with my
hormones and reactivate, you know, any kind of cancer. And so, so that is definitely a
concern. And we’ve, we’ve talked about adoption and those types of things and — but
then there’s also this fear of, you know, what if the worst-case scenario happens and I left
you with two kids to raise by yourself and, you know — so that, that definitely is— it is a
dream that I’m letting go of.” (0691A, Age 36, Woman)
“[During treatment] I had that feeling of like, oh my God, what if I die and no one had
ever romantically loved me? I really did want to be involved with somebody…there is a
lot of pain and a lot of just feelings of—you know, like I missed out, you know, like that
FOMO feeling that—not—remorse is the wrong word, but regret that I didn’t get to have
that. But it was also out of my hands because I had fucking cancer, and like so now it’s
just like I—I’m getting there, and I’ll get there when I need to get there. And hopefully I
will find somebody, but if I don’t, then I guess that’s going to have to be okay.” (1334M,
Woman, Age 36)
Grief can challenge the “just world” hypothesis, and it therefore makes sense that some
of participants reported anger and jealousy in response to the innate unfairness of suffering a
severe illness at a young age (Janoff-Bulman, 1992). For example, one participant explained how
at an earlier stage in survivorship she felt jealous of others without reduced fertility, including
her husband:
“I wasn’t angry, but I was maybe jealous, I guess, there’s a jealousy. Like, short—really,
like, it didn’t last, just a quick jealousy towards people who had kids, because I know
they were struggling, but I feel like at least having kids, you have something to hold on.
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For me, not really. I—that’s how I felt—I mean, I still feel that way but not towards
them, but I’m like, if I die, my husband can always get married again, have their—you
know, that he can move on, he doesn’t have to deal with our babies or anything, but— I
know it’s a sad story, but that’s how I was, like, thinking at that time, more.” (6206J,
Woman, Age 36)
Another participant described how her treatment-induced medical menopause may go on until
her natural menopause, which she perceived as a sinister ‘game’ that entailed an unfair amount
of effort to rebuild physical intimacy with her partner:
“I’m in medical menopause, which makes an intimate relationship like basically
impossible…we’re finding our new, our own definition of intimacy I guess…I’d be right
around I think 45 when I get off [cancer treatment]. So I don’t know how close again I’d
be in menopause. So it’s kind of like I’m in this game where I think I’ll just be in
menopause forever…it stinks because I’m 38 years old and this is like a part time job is
trying to get this to not be as broken basically…I’m reading books and I’m like using all
of the whatever the doctors recommend and like I’ve just, I keep telling myself, “I’m just
going to keep trying…” It’s just like, it’s frustrating because I feel like I shouldn’t have
to. This isn’t fair, you know what I mean? So that makes me even more, like, “Ah, I
don’t want to, I don’t want to!” Sometimes I’m just like I just keep doing what I don’t
want to do and that’s where the growth is.” (3273M, Woman, Age 39)
In both these examples, it is evident how these participants worked through emotions of
unfairness and report feeling more acceptance now.
Lastly, one participant’s comment seemed to sum up the thrust of this dissertation in
aiming to understand “narrative” social identity post-cancer. Specifically, she reflected on how
missing out on shared milestones with her peers had made her reexamine her priorities and
shifted her sense of self, but also added a perspective that others will have life experiences and
ultimately catch up to her level of maturity. This ultimately optimistic outlook contextualizes her
current grief towards her lost timeline and feelings of missing out:
“Everything feels a little reimagined…what I’m thinking a lot about now is like my
timeline. Like you just assume like out of high school, you do four years of college and
then you get a job and then you get married and you have kids and like I’m realizing
that’s probably not happening for me like at all. So I guess my timeline is gone. I still
have one, just different than I imagined it…it’s just a little isolating and like a little, it’s a
bit of a bummer. Like I’ll always be a little different and I’ll always be kind of the
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oddball but I’m like—that’s a little dark, but as people mature, people, you know, go
through their own life experiences that like open them up and, you know, I’ll be able to
like relate to different people in different stages of their life. And I think in my stage now,
it’s hard to find those people. But eventually, just with time, like more and more people
I’ll be able to have that sort of connection with. So I think down the line, like that
timeline won’t feel as like off from everyone else’s. So I’m looking forward to [laughs]
everyone being a little more messed up.” (1872T, Age 23, Woman)
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Perceived Impact of COVID-19
At the time most interviews for this study were conducted, in February to May 2021, the
COVID-19 pandemic was underway, and the rollout of vaccines had begun for eligible
individuals, including those with a history of cancer. There was a diversity of responses to the
pandemic among participants. There was a direct question about the influence of COVID-19 on
experiences with cancer survivorship, but the experience of living through a pandemic also
emerged in answers to other questions. COVID19-related responses were coded, as:
COVID_Impact, which all participants described in response to the specific question asked, and
COVID_Impact FollowUpCare, describing how COVID-19 influenced their experiences in
follow-up or surveillance medical care.
Some participants noted that COVID-19 recommendations regarding masking and social
distancing were similar to what they were expected to undertake during cancer treatment, and
they felt comparably more equipped to cope with the pandemic as a result:
“So when COVID started, I wasn’t really living my life any differently. It was just
everyone else realized what it was like to be me…You know I already was washing my
hands and using hand sanitizer and steering clear if I heard someone coughing or
sneezing. And I wasn’t going to crowded stores and things like that. So it wasn’t a big
change for me. But I just realized everyone else was finally understanding what I had
been going through for the past three years…. it’s kind of it’s just interesting like to see
how people reacted. And a lot of my friends had a lot of anxiety about it. And I, I never
said anything like, “See, it’s not fun going through what I went through. Like nannynanny-nanny,” I didn’t do anything like that but I just kind of in the back of my mind…it
didn’t, it really didn’t scare me because I knew that I was already being very careful, and
I wasn’t going to a COVID party or going to get exposed. I wasn’t anxious. I wasn’t
worried about getting it because I knew that not only COVID, like if I were to get the flu,
I could get, I could be in the same situation as I, as if I had got COVID. So it didn’t scare
me any more than what I had already been through.” (3807E, Age 34, Woman)
However, not all participants so readily compared cancer and COVID-19. The participant
quoted below describes how the challenges of cancer and COVID-19 are additive:
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“I hate the cancer and Covid comparisons. I hate how people are like, oh, now I
understand how you feel. And it’s like, well, no, duh…it’s like not only do I have cancer
and I have to deal with that every single day, it’s that now I have to deal with like this
whole Covid situation…Like it’s not the same. I have cancer and you don’t…it just
makes me a little bit crazy…” (5685K, Age 30, Woman)
One notable, commonly co-occurring code with COVID_Impact were Social_Isolation:Different
Values/Priorities from Close Others (i.e., due to cancer). At the time data were being collected,
disinformation and politicization of the pandemic had led to a range of beliefs and behaviors
regarding preventive and protective measures, such as masking and vaccination. Among many
young adults (without cancer), the developmentally normative feelings of invincibility and
fatigue with longtime restrictions led to abandonment of recommended protective behaviors
(e.g., mask-wearing). As a result, some of the participants reported social isolation after
refraining from friend and family gatherings with others who were less likely to engage in the
recommended behaviors to COVID.
One participant explains how same-age peers without cancer were presumed to be at
comparably less health risk, and had the privilege of taking COVID-19 less seriously than she:
“It’s kinda like kick me while I’m down, right? Like, like I’m just trying to get back [to
normal after treatment] and then all of a sudden COVID comes and like…I was like
healthy people are dying from this, what does that mean for me, and there’s no research
and there’s no questions and I just had to assume the worst, like logically, I take
immunosuppressants, like I don’t have an immune system to fight this, right? So if
anything, I’m the most vulnerable and like just having like legitimate fear for the first
time again since being in treatment was just terrifying. It was just so much. And then,
quickly that turned into like jealousy for the people who didn’t have to worry like I had to
worry…my friends can, whatever, hang out and have fun, and like it’s irresponsible of
them and they shouldn’t be doing that, and it’s bad for them, but like, like I don’t have
the luxury of making that bad choice.” (1872T, Age 23, Woman)
Our purpose in asking about COVID-19 was to understand whether our research findings were
substantially influenced by the ongoing pandemic. Although worries about health and feelings of
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social isolation were described, participants did not regard these worries as particularly new due
to their experiences with cancer and its treatment.
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Discussion
The present study proposed a novel conceptual model to depict young adult psychosocial
adjustment among young adult survivors (Figure 1). Thematic analysis of semi-structured
interviews explored the applicability of the conceptual model. The model was largely supported
by the rich data provided in the interviews, with the important addition of some unanticipated
exploratory findings and the removal of components which were winnowed out through the
rigorous process of analysis. A revised model, depicting the final themes of this study, is
presented in Figure 2; a complete table of final themes and subthemes for this study is presented
in Table 3.
As the conceptual model depicts, the “overlaps” or intersections between the
psychological impact of cancer, future-oriented thought, and emotion, and functioning in
relationships, contain the hypotheses of interest; this Discussion is organized accordingly. First, I
provide a thorough interpretation of the findings for research and clinical work. I then describe
some strengths and limitations of the study. Next, I propose implications and future directions for
basic research, clinical intervention research, and for clinical practice.
The FORTIFY Model hypothesized in Figure 1 underwent several changes based on the
findings of this dissertation study; the revised model is presented in Figure 2).
Integration of health-related worries (i.e., Health Anxiety, Cancer Worry, and Fear of
Recurrence) with Thoughts & Emotions about the Future
This study aimed to clarify the commonalities and differences between ‘health anxiety,’
‘cancer worry,’ and ‘fear of recurrence,’ and to delineate how each of these types of healthrelated worries affect thoughts and emotions about the future. Coding and analysis of the data
revealed that it was not possible to differentiate types of health-related worry from each other,

116

and that doing so might have minimized their collective impact on shaping thoughts and
emotions regarding the future. Integrating future-oriented thoughts and emotions with healthrelated worry means that instead of exclusively studying fear of recurrence in survivor
populations, researchers and clinicians should consider how survivors view the future as a whole,
understanding the bidirectional relationship between health-related worry and thoughts and
emotions about the future. This also lays a foundation for longitudinal research to determine the
direction of association between health-related worry and future-oriented thoughts and emotions,
which will be described in the future directions section.
Changes in Current Close Relationships and in Relationship Goals
It was initially hypothesized that young adult survivors would avoid building relationships or
making commitments to partners, due to their health-related worries. Generally, participants who
were unpartnered named several barriers to relationships (such as in sex/intimacy and fertility),
but also communicated intentions and strategies to pursue relationships with greater
intentionality. This finding can be interpreted as a resilient coping strategy. While partnered
participants did report some avoidant coping styles (e.g., protective buffering), they did not avoid
thinking about, and committing to, decisions regarding cancer-related concerns such as familybuilding and preparing for recurrence of cancer or premature death due to cancer (e.g., drafting a
will). Again, this commitment to maintaining and enhancing relationships, despite feelings of
social isolation and difficulty disclosing cancer-related worry, can be interpreted as a resilient
pattern of coping.
Self-Conscious Emotions and Relationships
This study specifically queried for self-conscious emotions which are established in the
research literature (shame, guilt, pride, embarrassment). Contrary to expectations, embarrassment
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did not emerge in the interviews. However, experiences of grief were spontaneously and
consistently raised by participants. Of particular interest, the social nature of self-conscious
emotions was brought to the fore by the FORTIFY model. Grief for losses which were shared
with a partner, such as the opportunity to have biological children, was noted and incorporated
into the center of the model. The exploratory theme of grief for a lost shared future is the center
of the model, representing overlap between all three major areas of inquiry in the FORTIFY
model.
Psychological Impact of Cancer on Future-Oriented Thoughts and Plans.
We hypothesized that the psychological impacts of cancer, including cancer-related
worries (i.e., general anxiety about health and specific fear of cancer recurrence), would exert an
effect on the types of thoughts and emotions that are evoked when participants imagine their life
in the future. Although this hypothesis was generally supported, the data suggest that the
research question was overly narrow; in coding interview data, we learned that the co-occurrence
between cancer-related worries and future-oriented thought was so robust, that it proved
superficial to attempt to separate worries from future-oriented thoughts. Most participants were
unable to envision and describe future events without weaving in the prospect of cancer
recurrence or other cancer-related limitations, such as fertility loss or physical symptoms.
To draw from the established theoretical four-step framework of using episodic memory
for imagining the future (Schacter, Benoit, & Szpunar, 2017), when asked to (1) simulate their
futures, participants’ simulations included (2) predictions of cancer recurrence or other cancerinduced limitations, which interfered with (3) intention setting (e.g., making goals) and in some
cases, led to deficits in (4) planning for the future. As illustrated by our thematic analysis,
participants variably coped with interfering negative thoughts about the future by setting limits
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on how far ahead they would plan the future, observed shifts in their motivation to plan the
future, and changed the nature of their goals and methods of pursuit.
One approach to understanding the impacts of interfering worries about the future is to
consider prior research work on how cancer disrupts the “life script,” or narrative identity. The
findings strongly suggest that in contrast to an “interruption” or an “event,” (e.g., (Pecchioni,
2012), which implies that cancer was a one-time or self-contained event, cancer should be
considered a longtime influence on narrative identity and not just a memory, but a determinant of
the future. Among all the intersecting and substantive uncertainties of cancer survivorship and
young adulthood (e.g., occupational, financial, familial, etc.), the prospect of cancer recurrence
and the need for ongoing health surveillance and medical care is a certainty. So, it is not
surprising that in some cases, young adults may imagine and construct their lives in the future
around what cancer may or may not permit them to do.
This finding is supported by recently published studies. For example, a qualitative study
of 65 young adults with cancer, illustratively entitled ‘this is not part of my life plan,’ found that
participants struggled to manage the stressors of cancer treatment alongside normative
developmental challenges, contributing to feelings of social isolation and worries about cancer
recurrence (Lidington et al., 2021). Another study entitled ‘survivors’ dilemma’ describes how
young adult survivors return to their occupations with a different perspective, including
decreased meaning in their work, while simultaneously experiencing ‘job lock’ due to the need
for health care and financial pressures, leading to existential thoughts about the future (Ghazal,
Merriman, Santacroce, & Dickson, 2021); these findings are congruent with a study that
examined thoughts about one’s occupation in the future (Sansom-Daly et al., 2018).
Self-Conscious Emotions Related to Cancer Survivorship.
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To our knowledge, this study is the first to intentionally explore self-evaluative emotions
(shame, embarrassment, guilt, and pride) in cancer survivors. However, years of prior and recent
research (described in our literature review) included implicit allusions to specific self-evaluative
emotions in cancer survivorship. It was hypothesized that inherently social emotions may inspire
and perpetuate feelings of social isolation in young adult survivorship. The potential benefit of
tapping into self-conscious emotions is that addressing them may reduce social isolation, which
is an established contributor to diminished quality of life in young adult survivors. Selfconscious emotions of shame, guilt and pride were relevant to participants’ personal identity in
survivorship and their experience of relationships. Contrary to hypotheses, embarrassment was
not represented in the majority of participants’ responses to our interview, with a few exceptions
when participants described feelings of embarrassment about physical symptoms during cancer
treatment, such as gastrointestinal distress or fainting in public. Discussions of self-evaluative
emotions unmissably led to discussions of grief, which is not by definition a self-evaluative
emotion but appears to arise in context of guilt regarding cancer survivorship.
Guilt and Grief. Participants reported guilt towards loved ones, which shaped their
relationships, including knowledge or perception of burdening their loved ones with cancer’s
tangible impacts and ongoing limitations on their life in the future. The sample reported
distressful grief and experiences of the death of fellow cancer patients associated with survivors’
guilt. This is one of a few times that links between guilt and grief were linked in the study, which
was an unexpected finding. The link between guilt and grief is not well established in studies of
cancer, but a questionnaire study of couples who had lost a baby at birth found a similar
concurrence of guilt and grief (Barr, 2012). Understanding young survivors’ bereavement needs
is a nascent area of research, with just one study to our knowledge having explored it. That
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mixed methods study, conducted with a teen and young adult advisory group, found that young
survivors struggled with reflecting on mortality, communicating about bereavement and death,
and with making new friendships. They requested formalized services, such as psychotherapy,
focused on bereavement. (Mackland & Wright, 2021).
Echoing some of the potential negative effects of support groups (Helgesonn et al., 2000)
a large proportion of participants’ exposure to bereavement and survivors’ guilt ensued from
their participation in peer support groups, which means they will continue to be exposed to grief
throughout survivorship regardless of their completing treatment or recovery from physical late
effects of cancer treatment. Our findings strongly indicate that cancer survivorship-related grief
extends beyond bereavement, as participants described feelings of grief related to missed
opportunities to reach young adult developmental milestones, losing “innocence” due to health
worries and psychopathology since cancer, and loss of physical function. The responses of many
participants illustrated a process of mourning a future they assumed once assumed they would
have; the associated experiences of guilt and grief have not been explored in prior research.
Pride. Taking pride in personal identity as a “survivor,” or pride in showing resiliency
through treatment, was apparent, as was taking pride in life accomplishments and expressing
motivation to advocate for other survivors.
Shame. The prevalent source of shame was body image concerns, about which
participants reported feeling intense distress that peaked in interpersonal settings (e.g., during
sexual intimacy). Body image in young adult survivorship is an established area of concern in
young adult survivorship, contributing to reduced quality of life and often unresponsive to
psychotherapy (Gorman et al., 2022). Having poorer body image is correlated with less posttraumatic growth and more distress for young adult survivors (Vani, Lucibello, Trinh, Santa
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Mina, & Sabiston, 2021). A few participants described using effective self-talk to improve
acceptance of social rejection regarding body image (e.g., the participant quoted here who said,
“that’s on you,” to prospective partners who might judge her body, or the participant who sought
to love her body for what it “is, not what it was.”). This self-talk strategy, a component of CBT,
could be disseminated to other survivors. Using a self-evaluative emotions framework adds to
this area of research by highlighting the inherently social nature of shame regarding body image.
Close Relationships, Self-Conscious Emotions, and Future Orientation.
Our cumulative hypothesis was that the individual-level effects of future-oriented
thoughts and self-conscious emotions would impact current and prospective future interpersonal
relationships. To a large extent, the data supported this hypothesis. The findings illustrated some
of the well-known and persistently unmet needs of young survivors, including sexual and
reproductive health concerns, conundrums of cancer-related disclosure, and the negative effects
of protective buffering. At the same time, they offered a novel lens for understanding how
therapy could intervene to address these unmet psychosocial needs. Specifically, taking an
interpersonal lens - that these predicaments are experienced jointly by young survivors and their
partners in established relationships, and that unpartnered survivors may avoid establishing new
relationships because of the same issues, provides a foundation for exploring dyadic
interventions for young adult survivors. The findings suggested that future-oriented thinking
about relationships has the same limitations as individual-level thinking about the future:
cancer-related worries are a determining factor in participants’ imagining of the future. Within
relationships, however, navigating joint concerns such as dating and sexual intimacy, decisions
about family building, and even planning for cancer recurrence or death, may be processed on an
interpersonal level, and affected by increased intentionality and heightened maturity post-cancer.
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Strengths and Limitations
In interpreting the findings, I strongly consider the strengths and limitations of this study.
This includes better understanding the demographic and medical make-up of the sample, as well
as some aspects of the method and perspective of the research questions.
Sample Diversity
The sample was sizeable for qualitative work (n=35), but despite efforts described in the
Methods section, it was not as diverse in gender or race/ethnicity as hoped. Regarding gender
and race/ethnicity, the sample demographics are comparable to other studies of young adult
survivorship, reflecting an urgent need for continued efforts to diversify. Throughout the
analyses I explored, described, and integrated the unique contributions of participants’
racial/ethnic identity and cultural practices. The study team greatly appreciated the minoritized
participants who did participate, knowing what their representation would mean to the field. In
fact, an African American female participant said:
“I’m going to try my best to do every research opportunity possible to contribute to the
future, you know? That mean, that’s so important. I mean, I don’t, I’ll, I don’t understand
why more African American women don’t take the opportunity to, whether you get
something out of it or not, it’s not for you, it’s for the future…. I just always keep that in
my mind just for the future, as much research as I can get done that, that’s the biggest
contribution I can do, you know.”
However, the sample was diverse in age (within the age range of 18-39), education, income,
religious affiliation, time since cancer treatment, and type of cancer, which enriched our
findings. Investigators have noted the eagerness of young adults to participate in research on
cancer survivorship (Schilstra et al., 2021), as well as their familiarity with social media as a tool
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(Lazard et al., 2021) It is possible that as the acute threat of COVID-19 recedes, minoritized
participants who were disproportionately impacted by the pandemic will be more able and
willing to participate in future research efforts.
Mental Health Symptoms and Treatment in the Sample
Participants reported relatively high rates of psychological symptoms including
depression and anxiety, as compared to the general population; however, it is unclear whether the
sample is representative of the young adult cancer survivor population. Understanding of rates of
psychopathology in the young adult survivor population is imprecise; for example, estimates of
PTSD in the cancer survivor population are highly variable, ranging from 4-78% across different
cancer sites (Sansom-Daly & Wakefield, 2013). Although the vast majority of participants (88%)
reported high levels of fear of recurrence (FCR), a recent population-based study in Norway
suggest that FCR may be high in the general population of young adult survivors (Vandraas,
Reinertsen, Kiserud, & Lie, 2021).
Although there may be some selection bias for young adults who are interested in
speaking about their cancer who elected to participate, data suggest that the high rates of
symptomatology and current or former use of therapy may be representative of the general young
adult cancer survivor population. More than half of the sample reported having been in
psychological treatment or were currently in treatment. This suggests that they have significant
residual symptoms of psychopathology despite all having access to psychological care, which
may indicate the need for better and more targeted psychological treatment. Recent data quantify
the unmet needs for psychological among adolescent and young adult survivors; it was found
that the additional annual medical expenses for psychological distress were higher by $2600
among young adult cancer survivors than for adults without a cancer history (Abdelhadi,
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Pollock, Joseph, & Keegan, 2022). While this data point is illustrative, it only scratches the
surface of the true cost of unmet needs among young survivors who are inadequately supported
by extant interventions (Ji et al., 2021).
Strengths-Focused Research
The majority of research studies, including the current study, investigate indicators of
psychopathology and reduced quality of life. Qualitative research offers an opportunity to
identify what coping strategies, social support resources and skills are working. The discussion
below highlights the resiliency and effective coping strategies identified; however, future
research should incorporate a strengths-based approach to understanding survivorship coping,
which was not used by the present study. For example, a small (n=16) qualitative study that
identified coping strategies among pediatric young adult survivors, enumerating tools such as
planning intentionally for the future, avoiding settings that may be re-traumatizing, and makingmeaning in survivorship (Bradford et al., 2021). While some of these strategies have evident
drawbacks, such as the self-perpetuating nature of avoidance of trauma, identifying what is
perceived to be working well for AYA cancer survivors would be a useful next step in this area
of research.
Integrating Inductive and Deductive Approaches to Coding and Analysis
A potential limitation of hypothesis-driven research studies is that they may be
excessively confirmatory in nature (i.e., ‘seek and ye shall find’). In qualitative research,
maintaining the balance between exploratory investigation (which aims to obtain a holistic and
less biased understanding of the research topic), while also being guided by prior research and
clinical work, can present methodological and interpretive challenges. Although the conceptual
model of the study was developed following thorough research review and extensive clinical
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work in the experiences of young adult survivors, the semi-structured interview questions were
developed to capture content related to the study topic without ‘leading’ the interviewees with
questions to be taken at face value. A prime example is that we used asking about disclosure as
an opportunity to learn about how a participant perceived their relationship (e.g., as supportive,
unsupportive, or providing unhelpful support/perpetuating isolation) without explicitly cuing the
participant to link their relationship to self-conscious emotion or future-oriented worries.
At each stage of this study, hypotheses that were predicted by the model, but not
supported by the data, were removed from the original conceptual model depicted in Figure 1.
The deductive codes that were developed by the principal investigator based on the FORTIFY
model but were not utilized by the larger inductive coding team, were removed from the
codebook during the iterative process of refinement, and no further analysis of those topics was
conducted. This demonstrated a significant strength of our inductive coding team—who were
unaware of the study hypotheses—to work in a data-driven way. An example is the selfconscious emotion of embarrassment—although we directly asked each participant about
embarrassment, the emotion was so rarely endorsed (e.g., participants either did not respond to
that component of the question, or said they did not experience embarrassment), that the
deductive code was unused and eventually removed from the codebook. Similarly, we
hypothesized that participants would experience and describe ‘anticipatory’ emotions—feelings
that are elicited when one imagines the future. Since no participants spontaneously explained
what it was like to picture the future, that code also went unused and was duly eliminated.
Finally, exploratory findings, such as those on grief, were not predicted by the study model, but
were strongly represented in our coding and were meaningfully incorporated into our thematic
analysis. Therefore, our hypotheses were rigorously challenged at every stage of this study; and
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the findings represented here demonstrate an integration of deductive and inductive study —
with confirmatory findings offering a preliminary foundation for further use of the FORTIFY
model, and exploratory findings adding to our understanding of the mechanisms determining
psychosocial adjustment in young adult survivorship.
Implications and Future Directions for Research Work
Quantitative Study of the FORTIFY Model: Exploring the Generalizability of Current
Findings
The study findings support the relevance of a novel conceptual model to young adult
survivorship. Future research should explore the generalizability of the current findings by using
quantitative measures of future-oriented repetitive thought, self-evaluative emotions, and
measures of social support and social isolation and statistically test the revised model (Figure 2)
in a larger and more culturally and gender-diverse sample of young adult survivors. Specifically,
it would be expected that self-conscious emotions may moderate the influence of certain types of
future oriented thought (i.e., repetitive negative thoughts about the future) on social isolation;
however, the current sample is too small to meaningfully investigate this hypothesis. If such a
hypothesis was supported, another longitudinal quantitative study may be conducted to identify
the relationship of individual constructs, such as self-conscious emotions or repetitive negative
future-thinking regarding cancer, on mental health over time. Outcomes such as the development
of anxiety or depression in cancer survivorship. Self-conscious emotions and repetitive negative
thoughts about the future may lead to anxiety or depression in the future; however, it is equally
plausible that depression or anxiety may be predictive of self-conscious emotions and negative
patterns of thought.
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In addition to directly investigating the FORTIFY model, several specific aspects of the
current study’s findings could be studied independently from each other with expected benefit.
Several such avenues for future research will be described in the following sections.
Life Narratives and Young Adult Cancer Survivors’ Thoughts about the Future
This study captures subjective experiences illustrating how the prospect of living
alongside fear of recurrence for the rest of one’s life – when one is a young adult – can be
distressing. The mental health impact of fear of recurrence among young adult cancer survivors
is a burgeoning area of research with keen clinical relevance (Shaw et al., 2021). Specific to
young adults, the long-term correlates of fear of recurrence are poorly understood. Prior research
indicates that fear of recurrence reduces quality of life, limits social engagement, and leads to
self-monitoring or avoidance of health monitoring (Thewes et al., 2018). Even though each of
these impacts was represented in our data, the findings warrant a broadening of the definition of
future-oriented cancer-related worries. Specifically, the findings suggest that future-oriented
cancer-related worries encompass worries about late treatment effects, ongoing physical
symptoms, and worries about heredity, in addition to fear of cancer returning – and that these
worries impact values and processes such as setting and pursuing personal goals, in young adults.
This study’s model was informed by prior research on the Future-Oriented Repetitive
Thought (FORT) framework to understand distinct categories of future-oriented thought. The
data were coded for the constructs for positive indulging, repetitive thoughts about the future,
and pessimistic repetitive thinking (Miranda, Wheeler, et al., 2017) which, in non-cancer
populations, have been correlated with mental health symptoms (e.g., depression and suicidal
ideation). Although the sample was too small to quantitatively assess relation of FORT measures
with mental health outcomes, quantitative research studies including larger samples of young
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adult survivors should explore this further. A better understanding of future-oriented worries
related to cancer, which broadens our understanding beyond the single element of fear of
recurrence, may be significantly more predictive of functioning and quality of life post-cancer.
Narratives of Post-Traumatic Stress and Post-Traumatic Growth in Young Adult Survivorship
Adopting a trauma-informed framework for understanding post-cancer coping has been a
longtime area of clinical and research study in the general adult population. Prior research has
explored how experiencing cancer can induce both post-traumatic stress and post-traumatic
growth, sometimes in different individuals and sometimes in the same individual (e.g., (G. A.
McDonnell et al., 2018). We propose integrating the study findings with a recent paper on the
distinction between post-traumatic stress disorder and post-traumatic growth among college
undergraduates who reported experiencing trauma, using the concept of event centrality
(Steinberg, Bellet, McNally, & Boals, 2022). Whether traumatized individuals experience stress,
growth, or both, pivots on the concept of event centrality, which is a measure of how much a past
potentially traumatic event determines how someone looks at the future. Event centrality could
be conceptualized as how trauma “offers a script for the future,” which is relevant to futureoriented thought. Quantitative and qualitative investigation of event centrality in young adult
cancer survivors would offer a further elaboration on the role of “life script” and
“autobiographical identity” in cancer survivorship.
Self-Conscious Emotions about Cancer Survivorship in Sociocultural Context
Quantitative study is warranted to understand the prevalence of self-conscious emotions
(shame, guilt, pride, embarrassment) in a much larger sample of young adult survivors, and to
assess the potential generalizability of the current findings. Because negative self-conscious
emotions such as shame and guilt can be socially isolating, it is possible that they affect mental
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health in survivorship; future study should assess for the frequency and intensity of negative selfconscious emotions, and correlations between symptoms of depression and anxiety among young
adult survivors.
Shame. Although not described explicitly by participants in this study, another recent
qualitative study of young adult survivors’ financial stress described the social stigma associated
with financial toxicity as shameful (Ghazal, Watson, Gentry, & Santacroce, 2022). Specifically,
one participant in their study described using crowdfunding for cancer treatment as “both a
lifesaver and totally shameful”. The stigma of financial toxicity, and perhaps its potential impact
in causing social isolation or reluctance to share debt with close others, may be studied
qualitatively – drawing from findings of the current study, it may be beneficial to conduct joint
interviews with partners or parents of survivors, who are also experiencing financial burden from
cancer. Based on the quotes from participants of the current study, it is possible that shame
regarding financial toxicity of cancer may mediate the relationship between financial toxicity of
cancer and mental health symptoms such as anxiety and depression.
Pride. Using the self-determination framework of autonomy, connectedness and
competence (Deci & Ryan, 2012), taking pride in any aspect of survivorship (and our thematic
analysis illustrates the diversity of aspects of survivorship that someone may take pride in, from
‘just surviving’ to having a new values-based outlook on life) may help survivors make meaning
of their cancer experience and better integrate their identity as a cancer survivor with their
personal identity. In turn, the current study posits that this may contribute to laying out next steps
in life script, including more positive future-oriented thought, goal setting, and planning.
Longitudinal study should explore the relationship between taking pride in survivorship,
and better functional adaptation to cancer (e.g., attendance at health surveillance visits; increased
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physical activity) or mental health. Capitalizing on pride in survivorship (or suggesting it to
individuals who may be receptive) may have unique motivational value that may improve coping
with cancer-related worries. Although future research would need to explore this more deeply,
we hypothesize that taking pride in any aspect of survivorship is potentially more useful than a
benefit-finding or post-traumatic growth framework, because pride implies agency and selfdetermination.
Sociocultural Influences. Because self-evaluative emotions are inherently social, they
are also likely to be influenced by social norms and cultural values. To study cancer-related selfevaluative emotions in a meaningful and ecologically valid way, it will be necessary to explore
the role of cultural norms in what instigates shame and the functions of guilt and shame in a
given culture, the cultural acceptability of feeling or expressing pride, and evoking cultural
norms, ‘scripts,’ or rituals for coping with grief. Future research with a larger, more
representative sample will indicate whether self-conscious emotions related to cancer are
universal, or culturally specific, experiences, and calibrate intervention therapies accordingly.
Social Adjustment and Dyadic Coping
Few studies to our knowledge have explored how individual-level concerns (e.g., futureoriented thinking, self-evaluative emotions) may affect relationship process. Although this study
did not include the views of partners, friends or family, there were many comments about this.
Intentionality in Partnership. There have been few studies exploring the stresses of
relationships that never happen, because cancer survivors are holding themselves back from
establishing long-term relationships because they anticipate a foreshortened future. Thematic
analysis yielded intriguing descriptions of the processes of increased intentionality, thoughtful
disclosure or nondisclosure, and acknowledgement of how personal growth and heightened
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maturity post-cancer affects current and future relationships. A notable exploratory finding
highlighted the grief for the shared future that participants might not have due to cancer; this
adds another prospective target for therapy to explore. Grief regarding the future, such as the
children, sex life, or opportunities that participants will never have, may be explored jointly or
individually.
Social Isolation. Social support related to cancer wanes with time, and young survivors
often experience social isolation (Avutu et al., 2022); at least one study explores how young
survivors placed less value on interpersonal goals than did same-age peers who were unaffected
by cancer (Beal et al., 2017). Coping mechanisms such as protective buffering may
(unintentionally) create social isolation, by limiting communication and closing off opportunities
for empathy, sympathy, and emotional or tangible support between loved ones. Recent studies
have aimed to understand the experience of young adult survivors’ partners, including studies of
how they provide social support (Darabos et al., 2019) and how partners of survivors may
experience health anxiety and fear of recurrence of their partners’ cancer (Lorimer et al., 2020).
Joint Narratives and Goal Setting. Prior studies are oriented towards processing cancer
as a past event, but the present study suggests considering cancer an ongoing stressor within a
couple -- and a determining factor for decision-making regarding the future. For example, a
recent study shows that young survivors who consider cancer to be their most difficult life
experience are less likely to feel positively towards parenting (Himelhoch, Datillo, Tuinman,
Gerhardt, & Lehmann, 2021). This suggests the value of the ‘life script’ (i.e., the importance of
cancer) in planning for the future.
Research on dyadic and individual-level psychosocial processes of goal pursuit and
quality of life in survivorship could provide knowledge on the partnership concerns of young
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survivors. Future study of the current study model may incorporate partners in a follow-up
qualitative study, to understand the experiences of partners related to self-conscious emotions
and repetitive negative thoughts about the future.
Implications and Future Directions for Clinical Intervention Research
Understanding the Effectiveness and Reach of Available Interventions to Improve Young
Adult Survivorship Coping
Future directions for research in the field of young adult cancer survivorship include
obtaining an improved understanding of the prevalence of untreated psychopathology, such as
anxiety, PTSD, and depression, and access to mental health care, through survey study. Of note,
the self-reported unmet needs which were expressed by participants in our current study sample
are highly similar to those expressed by cancer survivors over the past decade of research, such
as seeking psychosocial support for fertility care, financial toxicity, and cancer-related worry
including fear of recurrence; these unmet needs are a robust finding, and the current study and
other very recent studies indicate that they are no closer to being met. Although multiple
interventions are under development for improving psychosocial outcomes in survivorship, they
have not been systematically assessed. Similar to other areas of clinical health psychology
interventions, the dissemination and implementation of existing interventions for young adult
survivors is inadequate.
A recent editorial in the Journal of Clinical Oncology, focusing on the translation of
intervention research in breast cancer to clinical practice, sets an excellent example for
understanding the gap in young adult survivors (Brauer & Ganz, 2022) The authors describe a
process of network analysis of currently available interventions, using the 2019 Cancer
Survivorship Care Quality framework and the start of a roadmap to implement interventions
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through better clinical coordination (Kemp et al., 2022). A similar study is certainly warranted
for young adult survivors.
Developing and Investigating Dyadic and Group-based Interventions
The findings of the current study suggest there may be potential benefit in group-based
approaches to addressing cancer-related concerns. A recent scoping review found that the overall
effects of psychotherapy treatment to reduce social isolation among pediatric and young adult
cancer survivors were significant, but small (Zhang et al., 2021). The authors of that review
explained that the bulk of interventions are heavily didactic or psychoeducational, possibly
contributing to low engagement and thus, reduced effects. I further suggest that exclusively
psychoeducational interventions may not imbue skills, such as effective communication and joint
problem-solving, that may enhance social functioning post-cancer.
Investigating Exposure-Based Approaches to Reducing Avoidance and Improving Planning
for the Future
In addition to avoidance of planning the future, our findings suggest that intrusive
thoughts and anxiety about health may also impede future planning. A study on changes in
occupational goals in survivorship suggested exposure-based intervention for planning the future
(Sansom-Daly et al., 2018). An exposure-based intervention would likely entail progressively
planning for and working towards one’s future goals. Similarly, one of the participants noted that
he would appreciate coaching towards setting and pursuing future-oriented goals (reminiscent of
Goal-focused Emotion Regulation therapy). I suggest a similar approach to countering avoidance
of future planning here—with the added importance of normalizing avoidance of the future and
nonjudgmentally observing the counterproductive nature of refraining from planning or making
commitments for the future. Alternatively, when participants mention “triggers” suggestive of
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medical PTSD, assessment and evidence-based CBT treatment of PTSD should be offered.
Specifically, an evidence-based approach such as Prolonged Exposure therapy, which focuses on
developing a narrative of trauma, may be especially fitting to explore and build identity as a
cancer survivor.
Further Applications of Future-Oriented Repetitive Thought
In addition to exposure-based approaches, research should also investigate the repetitive
nature of negative future-oriented thoughts, and their impact on mental health. Prior to the
current study, Future-Oriented Repetitive Thought has not been studied in a cancer survivor
population. However, in samples including individuals with suicidal ideation and individuals
with Alzheimer’s disease, repetitive negative thoughts about the future are correlated with
indices of anxiety and depression. (Miranda, Weierich, et al., 2017; Miranda, Wheeler, et al.,
2017). Conducting this research in young adult cancer survivors could enrich our understanding
of the phenomenon of future-oriented repetitive thought, and longitudinal study in particular
could identify the direction of association between depression or anxiety, and repetitive negative
future-oriented thought. If negative future-oriented thought is a robust finding in a young adult
survivor population, (i.e., if the current findings are supported by future longitudinal qualitative
research), I would propose a novel clinical intervention based on metacognitive therapies, which
are oriented towards how types and patterns of thought shape daily experiences and perpetuate
psychopathology. I expect this would be especially useful to respond to negative future-oriented
thought. A recent series of review studies in the Lancet on common clinical concerns shared by
cancer survivors suggests that metacognitive therapy may be supportive for cancer survivors,
although further study, such as the one suggested here, is needed (Emery et al., 2022).
What would a novel FORTIFY Intervention Randomized Controlled Trial Include?
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It may be considered a strength of the current study that its findings can be translated to
existing, evidence-based interventions (i.e., CBT/DBT/ACT), which currently practicing mental
health providers are familiar with; this should dramatically increase the likelihood of providers’
putting findings into practice and thereby improve access to care. However, the findings of this
study may also be used as a foundation for developing a novel intervention. This is justified due
to the incorporation of some key constructs which have not been described in prior literature.
In keeping with the stage model of intervention development (L. Onken & Kaskie, 2022;
L. S. Onken, Carroll, Shoham, Cuthbert, & Riddle, 2014), The current study may be considered
an illustrative rendering of some of the mechanisms that may underlie the psychosocial struggles
of young adult survivors. To complete Stage 0 of basic research, larger quantitative study as
described above will be necessary to improve generalizability. Working towards Stage 1, several
of the clinical implications of the current findings can be worked together to develop an
intervention and test it in community-based research settings.
An intervention based on the FORTIFY Study would have the following key ingredients,
based on our current findings:
(1) identifying cancer’s impact on self-evaluative emotions on pride, shame, and guilt;
identifying current experiences and sources of grief; capitalizing on cancer-related pride and
building a pride-based narrative of cancer; addressing shame and guilt using CBT for cognitive
restructuring and ACT for defusion from shame and guilt; using ACT- and Meaning-Centered
approaches to validate and increase tolerance of grief.
(2) exploring plans for the future, including identifying how cancer increases and reduces
motivation to pursue valued goals, increasing CBT-based tools to increase exposure and
reducing avoidance where necessary;
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(3) identify goals for partnership (e.g., establishing a partnership, or deepening, or ending
one), identifying relevant areas of a joint future (e.g., fertility and family-building, thoughts
regarding recurrence or death), and using DBT-based strategies to reduce protective buffering
and increase effective communication. The intervention would likely be modular, with a mental
health provider conducting a comprehensive assessment for which modules are relevant to a
specific cancer survivor.
Following basic research on the partners of cancer survivors using the FORTIFY model,
a dyadic version of the intervention (i.e., a cancer survivor and a partner) would also be
developed using the same process. Dyadic intervention would have two additional features:
addressing pride and building a shared narrative of navigating cancer together (in the past,
present and future); as well as Meaning-Centered Psychotherapy to address grief regarding
shared future goals that are now unobtainable.
Stages II and III would explore the efficacy of the FORTIFY intervention to enhance
internal validity, while Stage IV would explore effectiveness and improve external validity.
Stage V, dissemination, and implementation, is sorely needed among existing interventions. As
the authors of the stage model note, these steps do not necessarily need to be conducted in
sequence (L. Onken & Kaskie, 2022); in particular, community-based efficacy testing and
intervention development and finessing are expected to be an iterative process. In this, the
enthusiasm of the young adult survivorship population to participate in research is a tremendous
asset.
Implications and Future Directions for Evidence-Based Clinical Practice
Analysis of interview data also yielded insights that may be considered in application to
clinical practice. They are offered here as actionable strategies to utilize evidence-based
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therapeutic interventions (e.g., CBT and ACT) for the consideration of any practitioner working
with young adult cancer survivors.
Self-Conscious Emotions: Narratives Concerning Shame and Pride Regarding Survivorship
Continuing with an ACT-based framework could validate, and increase acceptance of,
the persistent negative emotions associated with physical changes post-cancer. Specific skills in
defusing from negative thoughts and beliefs about one’s value or self-worth that are based on
physical appearance may be of great utility. ACT also offers a framework for processing
seemingly opposite emotions at the same time (e.g., pride in survivorship and shame in postcancer body image). However, future study is needed to explore and understand the role of
shame in perpetuating negative body image post-cancer.
Pride is a construct that may hold promise for future research and clinical work.
Specifically, asking what survivors might take pride in may be an entry point into identifying and
pursuing valued life goals and re-establishing personal identity following cancer. For example,
evoking pride may rewrite the narrative for young adults who feel isolated from same-age peers
post-cancer. As the last participant quoted in this dissertation illustrates, they may take pride in
their heightened maturity and perspective post cancer, and imagine that they are ‘waiting for
others to catch up,’ rather than feeling “damaged” (Carpentier et al., 2011) by cancer. An
intervention may capitalize on this by encouraging survivors to build a narrative of survivorship
as well as a script for the future that represents their personal strengths and pride in pursuing
valued goals.
Self-Conscious Emotions: Narratives Concerning Guilt and Grief Regarding Survivorship
The descriptions of guilt provided by participants are suggestive of a very specific type of
life narrative, in which they are an ongoing burden to loved ones and are expected to forge ahead
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into survivorship without mourning what they lost along the way (both personally and
interpersonally). Labeling and validating feelings of grief outside of bereavement may offer
support for this untapped need. Together, the emotions of guilt and grief may be an ideal target
for Acceptance and Commitment Based therapy, which critically examines how life narrative
(i.e., the “story” that one’s mind tells) can perpetuate emotional symptoms of depression and
anxiety. ACT-based work to address guilt and grief after cancer may provide young survivors
with a framework for working through guilt (by questioning underlying assumptions) and living
alongside grief (by considering options for finding meaning, such as our participant who
described commemorating those he lost on the Day of the Dead).
Planning for the Future; Addressing Avoidance of Future-Oriented Thoughts
Our findings suggest that some young adults may avoid planning for the future because it
raises negative thoughts and worries about their health in the future. Avoidance of negative
thoughts and emotions is an established target for clinical work in Cognitive-Behavioral Therapy
and Dialectical-Behavioral Therapy, where efforts focus on improving tolerance of distress and
uncertainty. A recent study of physical pain post-cancer suggests that young adult survivors may
particularly struggle with tolerating uncertainty (Tanna et al., 2021) and another qualitative study
richly explores the pervasive role of uncertainty in cancer survivorship (Panjwani et al., 2019). In
addition to reducing avoidance and increasing tolerance of uncertainty, accepting risk, and
moving towards a “life worth living” that represents one’s values is reminiscent of Acceptance
and Commitment Therapy. Further, one woman stated that she had given her fear of cancer
recurrence a specific name (“Sharon”); this is an excellent example of effective defusion from
negative thoughts, a hallmark ACT-based technique.
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While each of these therapeutic approaches is evidence-based and has been disseminated
widely, little research has explored specific targets and skills using these therapies on young
adult survivors. More tailored interventions, such as the Goal-focused Emotional Regulation
Therapy intervention (Hoyt et al., 2020) and Meaning-Centered Psychotherapy for young adults
(studies are under development (Kearney & Ford, 2017)), utilize some of the same
psychotherapy mechanisms, targeted to young survivors while addressing some common clinical
concerns. However, until these approaches are widely disseminated, there remains an unmet
need for care in this population.
Responding to Fear of Recurrence
Interventions for fear of recurrence are currently under investigation. For example, a
recent Delphi study emphasized the importance of integrating psychosocial support for fear of
recurrence into general clinical care, given its prevalence and negative impact on the cancer
survivor population (Shaw et al., 2021). Broadening our understanding of cancer’s impact
beyond fear of recurrence, and towards a more integrated understanding of how cancer can
contribute to anxiety about health, seems vital. For example, a few of our study participants were
informed by their healthcare providers that the prospect of recurrence of their cancer was
minimal; despite this, they reported ongoing worries about health and cancer. In order to ensure
they would have access to psychosocial care, screening and treatment should consider the vast
array of psychological impacts of cancer on future-oriented thought.
Peer Support and Group Psychotherapy
Many participants joined, and experienced benefits from, peer support groups with other
young adult survivors. The potential advantages of peer support for cancer survivors have been
explored empirically, with one study finding that adolescent and young adult cancer survivors
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appeared to use peer support intentionally as a resource for comfortable disclosure,
commiseration, and problem-solving (Hotchkiss et al., 2022). However, social support can be
double-edged sword, at times leading to diminished self-worth (Glynnis A McDonnell, Pope, &
Ford, 2021); it may also carry a risk of exposure to others’ recurrence, disease progression, and
death, as well as social judgment, some of which participants reported (Hotchkiss et al., 2022).
Although all of the participants had heard of or had participated in cancer-peer support groups,
they were largely unaware of group psychotherapy (e.g., group-based CBT or DBT for cancer
survivors, facilitated by a mental-health professional) Group therapy may help normalize
concerns and reduce social isolation without undue exposure to the negative consequences of
support groups for some (Helgeson et al., 2000).
Individual Counseling Regarding Relationship Concerns
The present study suggests the potential value of exploring partnership concerns with
unpartnered individuals, exploring how mechanisms such as avoidance of negative emotions,
uncertainty, and negative self-evaluative emotions associated with cancer survivorship may be
holding young survivors back from exploring meaningful interpersonal relationships and
perpetuating social isolation. An ACT-based or Meaning Centered-based approach may help
guide survivors towards living in line with their values, which may include feelings of
connectedness. Concrete CBT/DBT-based tools such as role-plays, communication skills, and
behavioral experiments may mitigate some of the challenges of disclosure and coping with selfconscious emotions.
Couples-based Therapy
This study also suggests the potential value of working jointly with partners to discuss
shared concerns; this concept is under study regarding specific reproductive and sexual health
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concerns, and findings suggest that young survivors are interested in couples’ based intervention
that is flexible and tailored (Gorman et al., 2022). If strategies, such as protective buffering
regarding cancer-related worry and the future, avoidance of decisions or commitments and
intentionally under-planning for the future, are entrenched, process-oriented therapists may work
with couples to increase cognitive flexibility under conditions of uncertainty. Participants also
described a dearth of resources to cope with sexual dysfunction and provide informational and
financial support for family-building, which are known gaps in care in the young survivor
population.
Summary
This dissertation study introduces a novel conceptual model to depict young adult
adjustment to cancer survivorship, integrating prior research from social, clinical, cognitive, and
health psychology. Thematic analysis of interview data provides preliminary indicators of
support for this model, and a map for future avenues of basic and clinical research. The standout
findings of this study are the impact of self-conscious emotions and thoughts about a
foreshortened future, which shape intentions and behavior in close relationships. To better
understand close relationships in young adult survivorship, researchers and clinicians should
carefully consider specific self-conscious emotions (pride, guilt, and shame) related to
survivorship, as well as thoughts about the future, including predictions and assumptions about
one’s health in the future. Researchers and clinicians should assess how these thoughts and
emotions influence decision making regarding building a shared future with another person, such
as in managing the financial burden of cancer, building a family, or choosing to live child-free.
Future research should better explore the interrelationships between grief and self-conscious
emotions and future-oriented thought, in order to understand and address emotional distress in
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survivorship. If borne out by future confirmatory research, the FORTIFY model and findings of
this study may have broader applications in researching and developing evidence-based
interventions to improve adjustment and coping with physical illnesses of young adulthood, as
well as deeper applications within the cancer survivor population.
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Table 1. Sample Characteristics

M

SD

Min/Max

32.89

5.67

18-39

n

%

Demographics
Age
Background (all that apply)
White
Hispanic, Latino, or Spanish Origin
Asian American
American Indian or Alaska Native
Black or African American
Middle Eastern or North African

30
4
2
1
1
1

76.9
10.3
5.1
2.6
2.6
2.6

Education
College graduate
Post graduate level
Some college
Completed high school

17
10
7
1

Employment
Working full-time (30 or more hours per week)
Student
Working part-time (less than 30 hours per week)
Not currently working
Caring for home or family (not seeking paid work)

16
9
6
6
5

48.6
28.6
20.0
2.9
31.4
17.7
11.8
11.8
9.8

Gender
Man
Woman

4
31

11.4
88.6

Sex at Birth
Female
Male

32
3

91.4
8.6

Sexual Orientation
Asexual
Bisexual or pansexual
Lesbian, gay, or homosexual
Straight or heterosexual
I don’t know /Prefer not to answer

1
3
1
28
2

2.9
8.6
2.9
80.0
5.8
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Marital Status
Married/cohabitating
Partnered
Single, divorced
Single, never married

19
2
2
12

54.3
5.7
5.7
34.3

Religion
Agnostic
Atheist
Christian, all other denominations
Christian, Catholic
Jewish, Non-Orthodox
Not Applicable/Other

5
2
12
10
1
5

14.3
5.7
34.3
28.6
2.9
14.3

Household Income
$20,000 - $39,999
$40,000 - $59,000
Less than $9,999
Over $60,000

5
8
1
21

14.3
22.9
2.9
60.0

Mental Health History & Treatment
Ever diagnosed with clinical depression?
No
Yes
Ever diagnosed with an anxiety disorder?
No
Yes
Ever diagnosed with any other psychological conditions?
ADHD
Anxiety
Bipolar with depression
Depression
Panic Disorder
PTSD
In the last month, have you seen a mental health professional?
No
Yes
If yes, how many times in the last month?
One
Two
Four
Five or more
In the last month, have you attended a support group or therapy group?
No
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17
18

48.6
51.4

18
17

51.4
48.6

2
1
1
1
3
6

5.7
2.9
2.9
2.9
8.6
17.1

20
15

57.1
42.9

5
4
3
3

33.3
26.7
20.0
20.0

22

62.9

Yes
If yes, how many times in the last month?
One
Two
Three or More

13

37.1

7
3
3

53.8
23.1
23.1

2
2
5
1
14
18

4.8
4.8
11.9
2.4
32.6
42.9

15
20

42.9
57.1

2
2

5.7
5.7

25
5

71.4
14.3

1
1
1

2.9
2.9
2.9

Cancer Type
Lymphoma
Breast cancer
Kidney cancer
Leukemia
CNS tumors (brain and spinal cord)
Colorectal cancer
Liver cancer
Testicular cancer
Uterine/cervical
Bone tumor
Tongue cancer

11
9
5
4
2
2
2
2
1
1
1

31.4
25.7
14.3
11.4
5.7
5.7
5.7
5.7
2.9
2.9
2.9

Cancer Stage
Stage 0
Stage I

1
5

2.9
14.3

Any medical conditions in addition to cancer (mark all that apply)?
Arthritis
High blood pressure
Frequent headaches/migraines
Diabetes
Other
I do not currently have other medical conditions
Cancer-Related Variables
Do you have a family history of cancer?
No
Yes
At the present time, do you have any of the following:
Persistent hair loss
Scarring or disfigurement of the arms or legs (including an
abnormally short arm or leg)
Scarring or disfigurement of the chest or abdominal region
Scarring or disfigurement of the head or neck region (including
face)
Hair thinning
Hearing loss
Loss of a testicle
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Stage II
Stage III
Stage IV
Don’t know
Where did you receive most of your cancer treatment?
Pediatric (children’s) oncology clinic
Adult oncology clinic
Specialized young adult or “teen” oncology clinic

12
6
3
8

34.3
17.1
8.6
22.9

3
33
0

8.3
91.70
0.0

Which treatments did you receive (mark all that apply)?
Chemotherapy
Hormone therapy (tamoxifen)
Radiation
Transplant (bone marrow or stem cell)
Surgery (specify which type)
Mastectomy
Other surgery or biopsy

22
7
13
8
21
8
13

62.8
20.0
37.1
22.9
60.0
23.0
37.1

Have you been diagnosed with a second cancer?
No
Yes

35
0

100
0.0
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Table 2. Descriptive Statistics for Clinical Variables
Anxiety:
(GAD-7)

Mean Score: 13 SD: 4.7
Minimal-Mild: n=10 (28.6%)
Moderate: n=13 (37.1%)
Severe: n=12 (34.3%)

Depression:
(PHQ-9)

Mean Score: 6.9 SD: 4.9
Minimal: n=13 (37.1%)
Mild: n=12 (34.3%)
Moderate: n=8 (22.9%)
Severe: n=2 (6%)

Fear of Recurrence:
(FCRI)

Mean Score: 21.6; SD: 3.7
Below Clinical Threshold: n=4 (11.4%)
Elevated above Clinical Threshold: n=31 (88.6%)

Future-Oriented Thought:
(FORT)

Pessimistic Repetitive Thinking: M=17, SD=4
Positive Indulging about the Future: M=9, SD=3
Repetitive thinking about future goals: M=12, SD=3

Interpersonal Emotional
Regulation Questionnaire:
(IERQ)

Social Modeling Subscale: M=15.1, SD=5.7
Soothing Subscale: M=15, SD=5.2
Perspective-Taking Subscale: M=10, SD=3.3
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Table 3. Final Themes and Subthemes
Research Question 1a: Psychological Impact of Cancer
Theme 1. Impacts of Cancer on Personal Identity
Subtheme 1: Changes to Identity/Sense of Self
Subtheme 2. Perceptions of Needing Care
Subtheme 3. Perceptions of “Survivor Identity”
Subtheme 4. Interaction with other Sociocultural Contributors to Identity
Theme 2. Impacts of Cancer on Personal Values
Subtheme 1. Appreciation and Gratitude
Subtheme 2. Shifting Goals/Priorities
Theme 3. Psychological Impacts of Late Effects of Treatment and Ongoing or Recurrent
Symptoms
Subtheme 1. Persistent Health Limitations
Subtheme 2: Behavioral Impacts
Subtheme 3: Relationship Impacts
Theme 4. Impacts of Cancer on Religion/Spirituality
Subtheme 1. “Why Me?”
Subtheme 2: Adapting and Adjusting to Limitations
Theme 5. Minimal Psychological Impacts of Cancer
Research Question 1b: Self-Conscious Emotions and Cancer
Theme 1. Pride
Subtheme 1a. Pride in Survivorship
Subtheme 1b. Pride in Coping Approach
Subtheme 2. Pride in Accomplishments since Cancer
Subtheme 3. Pride in Advocacy for Others with Cancer
Theme 2: Shame in Body Image
Theme 3: Guilt towards Self
Exploratory Finding: Grief
Theme 1. Grief for Losses due to Cancer
Subtheme 1. Grieving the loss of Fertility
Subtheme 2. Grieving Professional Losses
Subtheme 3. Grieving lost opportunities as a young adult
Theme 2. Coping with Bereavement and Survivors Guilt
Research Question 2: Future-Oriented Thought and Emotion; Health Anxiety & Fear of
Recurrence
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Theme 1: Feeling the Future: Assessing Emotional and Cognitive Vividness of Future
Imaginings
Theme 2: Health-Related Worries Interfere when I Imagine the Future
Subtheme 1: Don’t plan until the scan: Planning for the short-term only
Subtheme 2: Not too fast… Not too slow: the paradox of future-planning for YAs
Subtheme 3: I’m too young to think about this for the rest of my life… “Young and able-bodied”
Subtheme 4: Fatalism: future plans and death
Theme 3: Accommodating shifts in plans and goals
Subtheme 1: Outcome goals: What I plan for
Subtheme 2: Process goals: How I approach my life
Subtheme 3: Setting & pursuing goals is different for me now
Theme 4: Motivational Impact of Health-Related Anxiety and Fear of Recurrence
Subtheme 1: I can’t predict or control my health in the future
Subtheme 2: I am motivated by my fear of recurrence of cancer.
Subtheme 3: Exploring strategies for coping with fear of recurrence and health anxiety
Research Question 3A: Cancer’s psychological impact and close relationships; Selfevaluative emotions and close relationships
Theme 1: Psychological Impact of Cancer affects functioning in Close Relationships
Subtheme 1: Survivorship Identity in Relationships
Subtheme 2: Intimacy, Dating and Cancer
Subtheme 3: Disclosing Cancer-related Worry to Loved ones; Requesting Support due to Cancer
Subtheme 4: Types of Effective Support in Close Relationships
Theme 2: Shame regarding Intimacy and Close Relationships
Theme 3: Guilt in Close Relationships
Theme 4: Guilt, Shame and Protective Buffering
Research Question 3B: Thinking about the future and close relationships; Cancer-specific
worries and close relationships
Theme 1: Thoughts and Feelings about the Future of Relationships
Subtheme 1: Dating and Intimacy in the Future
Subtheme 2: Fertility, Family-Building, and Heredity
Subtheme 3: Fear of Cancer Recurrence, Death and Loved ones
Theme 2: Cancer-related worries and Relationships
Subtheme 1: Increased Intentionality in Relationships
Subtheme 2: Disclosure to potential future partners
Subtheme 3: Heightened Maturity and Relationship Challenges
Subtheme 4: Future-oriented Protective Buffering
Exploratory Finding 3C: Grieving a Lost Shared Future
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Figure 1. Hypothesized Conceptual Model

Note: Hypothesized interrelationships between constructs are denoted with a dashed line.
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Figure 2. Revised Conceptual Model

Notes: Areas of inquiry in circles; areas of overlap are enclosed in boxes.
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Appendix 1: Semi-Structured Interview Guide
Thanks for coming in. Today we are hoping to learn more about your cancer experience. I’m
going to ask you about how things may have changed since your treatment for cancer,
specifically some of your ideas about the future.
[Questions marked ‘probe’ were asked only if the participant needed further prompting/requests
for elaboration.]
I’m going to start by asking you to describe one of your most significant memories to me. Please
choose a memory involving another person, like a close friend, family member or romantic
partner. [These can be memories about anything during any period of your life]. Speak for a few
minutes about how this memory impacted who you are today, and how it feels to reflect on that
memory and/or relationship now [continue to prompt for emotions]
Now, I’m going to ask you to describe three events you anticipate happening in the future. It may
be soon, or at any point in your life. It may be something you’re planning or working towards, or
something that you imagine will happen in the future. Just like before, please choose events that
include you and at least one other person you really care about, like a partner or child. Then,
describe each event to me in detail.
After a major illness like cancer, some people see a change in the things they value/
prioritize or what they think is most important in life. When you think about the future
events you just told me about, does it reflect whether/how your values have changed since
cancer? Basically, would you have made the same list before cancer?
Probe: Have any of your expectations or wishes for your social/romantic
relationships in the future been affected by cancer? How so?
Probe: What, if anything, in your future life have you had to let go because of
cancer?
Probe: Do you ever feel worried or fearful about cancer holding you back from
these things you most want in the future? How so?
Probe: Do worries like that ever change your health behaviors, like the things you do
to improve or maintain your health, like eating or exercise?
Probe: Do you ever avoid making relationship decisions, or hold yourself back from
getting close to another person, because of cancer? Why/why not?
Since cancer, have you felt socially isolated? Do you think isolation or cancer affects how you
approach new relationships or your current ones?
What kinds of emotions do you feel when you tell other people about cancer or something you
need related to cancer?
Do you ever hold back from talking about cancer or your worries about cancer affecting your
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future?
Do you feel ashamed, guilty, embarrassed, or proud of surviving cancer, or anything about
yourself since cancer treatment ended? What do you do/think to cope when you feel those
things? Do you think you will always feel this way? Why or why not?
We have all been affected in some way by the onset and spread of COVID-19. Were you
personally affected? Did you think about COVID-19 and your own health, and if so, how?
Probe: For you, are COVID-19 and cancer or cancer care related? How?
Probe: In what ways are you stronger in coping with COVID-related psychological stress
(anxiety, depression) after your cancer experience than before? In which ways, if any, do
you feel more vulnerable or worried than your peers?
What did you think of the questions we asked you today? What did they make you think about?
Do you think you would have responded differently if we had asked you at a different time in
your life? When/how?
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Appendix 2: Measure of Socio-Demographic and Medical Variables
Date of Birth: __/__/__
What is your sex assigned at birth?
Male
Female
Intersex
Please indicate your gender identity.
Man
Woman
Intersex
Gender non-conforming/Genderqueer/Gender fluid/Non-binary
Transgender
Other (please specify)
Do you consider yourself to be:
Straight, or heterosexual
Bisexual or pansexual
Lesbian, gay or homosexual
Asexual
Other (Please specify)
I don’t know
I prefer not to answer
How would you describe your racial and ethnic background? Check all that apply.
White
Hispanic, Latino, or Spanish Origin
Black or African American
Asian American
American Indian or Alaska Native
Middle Eastern or North African
Native Hawaiian or other Pacific Islander
Other race, ethnicity, or origin (please specify)
Which of these possibilities best describes your current marital status?
Single, never married
Partnered
Married/cohabitating
Widowed
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Single, divorced
Separated or no longer living as married
What is the highest grade or level of schooling that you have completed?
1-8 years (grade school)
9-12 years (high school), but did not graduate
Completed high school
Training after high school, other than college
Some college
College graduate
Post graduate level
What is your current employment status? (Check all that apply)
Not currently working
Working full-time (30 or more hours per week)
Working part-time (less than 30 hours per week)
Caring for home or family (not seeking paid work)
Unemployed
Unable to work due to illness or disability
Retired
Student
Other (specify)
Has there been a significant change in your employment or income in the past year (Please check
all that apply)?
Yes, my income has decreased
Yes, my income has increased
Yes, my work hours have decreased
Yes, my work hours have increased
Yes, my job satisfaction has decreased
Yes, my job satisfaction has increased
Other_________________________________
Over the last year, what is the total income of the household you live in?
Less than $9,999
$10,000 - $19,999
$20,000 - $39,999
$40,000 - $59,000
Over $60,000
Over the last year, what is your personal income?
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Less than $9,999
$10,000 - $19,999
$20,000 - $39,999
$40,000 - $59,000
Over $60,000
Health Behaviors:
Please indicate whether you currently engage in any of the following:
Drinking caffeine:
Yes
No, never
No, but have in the past
If yes, how many cups of caffeine (e.g., coffee, soda) do you have a day? ___________
Drinking alcohol:
Yes
No, never
No, but have in the past
If yes, how many drinks do you have in a typical month? ____________
Smoking tobacco/cigarettes:
Yes
No, never
No, but have in the past
If yes, how many cigarettes do you have a day? ________
Vaping:
Yes
No, never
No, but have in the past
If yes, how many vape pods do you use a week? ________
Marijuana:
Yes
No, never
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No, but have in the past
If yes, how many grams of marijuana do you have a week? ________
Over the past year, have you used medications not prescribed to you, OR used medications
prescribed to you in a way that was not prescribed (i.e. taking more/less than prescribed,
ingesting using a method not prescribed):
Yes
No
If yes, what medications?
How many days do you engage in aerobic exercise?
1
2
3
4
5
6
7
How many days do you engage in vigorous physical activity long enough to work up a sweat?
1
2
3
4
5
6
7
Have you ever been diagnosed with clinical depression?
Yes
No
Have you ever been diagnosed with an anxiety disorder?
Yes
No
Have you ever been diagnosed with any other psychological conditions?
Yes

158

No
If yes, please list __________________.
Do you currently have any of the following medical conditions?
Arthritis
Heart Disease (past heart attack, angina, heart failure)
High Blood Pressure
Frequent headaches/migraines
Diabetes
Other medical conditions: _______________
In the last month, have you seen a mental health professional (e.g., psychologist, psychiatrist,
social worker)?
Yes
No
If yes, how many times?
In the last month, have you attended a support group or therapy group?
Yes
No
If yes, how many times?
Do you have a family history of cancer?
Yes
No
If yes, what types of cancer and what is the relationship to you? _____________________
During the past 2 years, how many times did you see a physician?
0 times
1-2 times
3-4 times
5-6 times
7-10 times
11-20 times
More than 20 times
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As you know, you were asked to participate in this study because you were once diagnosed with
cancer. How many of the above visits to the physician were related to this previous illness?
0 times
1-2 times
3-4 times
5-6 times
7-10 times
11-20 times
More than 20 times
During this 2-year period, how often did you contact a doctor’s office, regarding an illness or
medical condition you may have had?
0 times
1-2 times
3-4 times
5-6 times
7-10 times
11-20 times
More than 20 times
During this 2-year period, how many times were you admitted to any hospital?
During this 2-year period, did you have any operations or surgeries?
Yes
No
At the present time, do you have any of the following? (Check all that apply)
Persistent hair loss
Scarring or disfigurement of the head or neck region (including the face)
Scarring or disfigurement of the chest or abdominal region
Scarring or disfigurement of the arms or legs (including an abnormally short arm or leg)
Walk with a limp
Loss of an arm or leg
Loss of an eye
Other (specify)
Cancer History
What type of cancer were you diagnosed with?
● Breast cancer
● Lymphomas (non-Hodgkin and Hodgkin)
● Melanoma
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●
●
●
●
●
●
●
●
●

Leukemia
Soft tissue and bone sarcomas
Cancers of the female genital tract (cervix and ovary)
Thyroid cancer
Uterine/cervical
Colorectal cancer
Brain and spinal cord tumors
Kidney
Other

When were you diagnosed with cancer? (MM/YYYY)
What stage of cancer were you diagnosed with?
Stage 0
Stage 1
Stage 2
Stage 3
Stage 4
Other (specify)
When did you complete treatment? (MM/YYY)
Did you have: (check all that apply)
Chemotherapy
Radiation
Hormone therapy (e.g. tamoxifen)
Surgery (if yes, what type of surgery)?
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